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ABSTRACT 

This hearing addresses issues in the reauthorization 
of the Child Abuse Challenge Grant Program, which provides federal 
funds to match state funding for child abuse prevention programs, and 
reauthorization of the Temporary Child Care for Handicapped Children 
and Crisis Nurseries Act, which provides respite care for families 
with children with disabilities. Included are statements, prepared 
statements, letters, and supplemental materials from the following 
individuals and organizations: (1) three Congressional 
Representatives: George Miller, Major R. Owens, and Donald M. Payne; 
(2) Governor of Indiana, Evan Bayh; (3) governmental agencies, 
including the United States General Accounting Office and the 
Children's Bureau of the Office of Human Development Services; and 
(4) private organizations, including the Human Services Research 
Institute; Texas Respite Resource Network; United Cerebral Palsy 
Associations, Inc.; Texas Children's Trust Fund; and National Center 
on Child Abuse Prevention Research. The stateir.ent from the Human 
Services Research Institute summarizes the findings of a national 
survey of parents* experiences with non-medical respite services. The 
statement from the United Cerebral Palsy Associations includes 
statistical data on family support spending by state. The statement 
from the General Accounting Office includes information on national 
organizations involved in respite care and federal respite care 
demonstration grants. (JDD) 
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HEARING ON REAUTHORIZATION OF TEMPO- 
RARY CHILD CARE FOR HANDICAPI^ED CHIL- 
DREN AND CRISIS NURSERIES ACT OF 1986 
[RESPITE CARE] AND THE CHILD ABUSE 
CHALLENGE GRANT PROGRAM 



THURSDAY, APRIL 6. 1989 

House of Representatives, 
Subcommittee on Select Education, 
Committee on Education and Labou, 

Washington, DC 

ooJi^^T.^^^^^'"'"***®® '^^^ ursuant to notice, at 9.50 a.m., in Room 
2261 Rayburn House Office Building, Hon. Major R. Owens [Chair- 
manj presiding. 

Members present: Representatives Owens, Payne, Jontz, Bartlett 
and Smith. 

Staff present: Maria Cuprill, Wanser Green, Laurence Peters and 
Kichard Home. 

Chairman Owens. The meeting of this subcommittee will come 
to order. 

Last year, despite the fact that these super planes continued to 
malfunction, one hundred B-1 bombers were delivered at a cost to 
the government of $27.1 billion dollars. 

The programs we are considering today add up to less than $10 
niillion dollars— less than one-tenth of the cost of just one of these 
aircraft~and yet this "kinder and gentler" administration wants 
to zero out funding for thi :hild Abuse Challenge Grant Program 
and freeze the Temporary Child Care for Handicapped Children 
and Crisis Nurseries program at current levels, effectively cutting 
its budget. 

On the other hand, the administration wants to be kinder and 
gentler to the thrift industry. We are now obligated to spend bil- 
lions of dollars to bail out the bad business judgment of scores of 
savings and loan investment managers, but where are the dollars 
to add credibility to the administration's compassion for the abused 
children in this country? 

The incidence of child abuse in this country is a national scan- 
dal. Despite a slight decline in the total child population, the 
number of child maltreatment reports in the United States rose by 
J 80 percent between 1976 and 1985. 

A survev conducted by the House Select Committee on Children, 
Youth and l-amihes found a disturbing 37 percent increase in child 
abuse deaths between 1984 and 1986. 
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Our response must be to do everything we can to insure that all 
children can live without fear. Laws dealing with child abuse pre- 
vention should be unanimous, bipartisan and bicameral— and yet 
we open this hearing today with the understanding that the admin- 
istration will not support the reauthorization of the Child Abuse 
Challenge Grant Program. 

We are also here to begin the process for the reauthorization of 
the Temporary Child Care for Handicapped Infants and Crisis 
Nurseries Act. 

It has been reported that at least 25 percent of child abuse cases 
involve children with disabilities. Respite care should be part of a 
family support program to give parents some relief from the day-to- 
day demands of caring for a child with a disability. It is important 
that we not allow money for this program to be frozen below infla- 
tion levels. 

If the administration's budget were to be guided by truly 
humane and rational priorities, the programs we are considering 
today for reauthorization should receive increases based on the dra- 
matic rise in the incidence of child abuse in recent years. 

The federal government has since the 1970s played a key role in 
moving the states to accept more of their responsibilities in the 
area of child abuse and child welfare. 

The 1986 amendments to the Child Abuse Prevention, Adoption 
and Family Services Act, for example, were a key catalyst in induc- 
ing states to change their laws to better administer children's jus- 
tice. Similarly, the Challenge Grant Program, through its state- 
matching requirements, has sustained child abuse prevention pro- 
grams in states that would have otherwise directed their over-bur- 
dened resources to meeting the increased demands of child abuse 
treatment. 

If federal government reneges on its commitment to main- 
tain trust funds that have now been started in 47 states and to es- 
tablish the remaining trust funds, a powerful message is sent: pre- 
vention programs are an optional extra rather than central to the 
states' efforts to combat the growing rise in child abuse. 

In short, when it comes to the increased needs of families and 
children, the federal government cannot and must not flinch from 
its leadership role. We still have a very long way to go to meet the 
challenges ahead as we attempt to build upon these fledgling pro- 
grams. 

This hearing, which happens to fall at the beginning of Child 
Abuse Prevention Month, is also our beginning as we focus our at- 
tention, confront these issues and take concerted steps in the right 
direction. 

[The prepared statement of Hon. Major R. Ov/ens follows:] 



ERLC 



3 



OPENING STATEMENT 
CHAIRMAN MAJOR P. OWENS 

HEARING ON THE REAUTHORIZATION OF 
THE "TEMPORARY CHILD CARE FOR HANDICAPPED CHILDREN AND 
CRISIS ACT OF 1986" AND THE CHILD ABUSE CHALLENGE GRANT PRO'^RAM 

APRIL 6, 1986 



LAST YEAR, DESPITE THE FACT THAT THESE SUPER PLANES CONTINUED 
TO MALFUNCTION, ONE HUNDRED B-1 BOMBERS WERE DELIVERED AT A COST 
TO THE GOVIRNMENT QP $27.1 BILLION DOLLARS. THE PROGRAMS WE ARE 
CONSIDERING TODAY ADD UP TO LESS THAN $10 MILLION DOLLARS-LESS 
THAN ONE-TENTH OF THE COST OF JUST ONE OF THESE AIRCRAFT. AND 
YET, THIS "KINDER AND GENTLER" ADMINISTRATION WANTS TO ZERO OUT 
FU^IDING FOR THE CHILD ABUSE CHALLENG' GRANT PROGRAM AND FREEZE THE 
TEMPORARY CHILD CARE FOR HANDICAPPED CHILDREN AND CRISIS NURSERIES 
PROGRAM AT CURRENT LEVELS, EFFECTIVELY CUTTING ITS BUDGET. 

ON THE OTHER HAND, THE ADMINISTRATION WANTS TO BE KINDER ANC 
GENTLER TO THE THRIFT INDUSTRY. WE ARE NOW OBLIGATED TO SPEND 
BILLIONS OF DOLLARS TO BAIL OUT THE BAD BUSINESS JUI^GMENT Or 
SCORES OF SAVINGS AND LOAN INVESTMENT MANAGERS, BUT WHERE ARE THE 
DOLLARS TO ADD CREDIBILITY TO THE ADMINISTRATION'S COMPASSIOtJ FOR 
THE ABUSED CHILDREN IN THIS COUNTRY? 
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THE INCIDENCE OF CHILD ABUSE .N THIS COUNTRY IS A NATIONAL 
SCANDAL. DESPITE A SLIGHT DECLINE IN THE TOTAL CHILD POPULATION, 
THE NUMBER OF CHILD MALTREATMENT REIPORTS IN THE UNITED STATES ROSE 
BY 180 PERCENT BETWEEN 1976 AND 1985. A SURVEY CONDUCTED EY THE 
HOUSE SELECT COMMITTEE ON CHILDREN, YOUTH, AND FAMILIES FC'jND A 
DISTURBING 37 PERCENT INCREASE IN CHILD ABUSE DEATHS BETWEEN 1984 
AND 1986. OUR RESPONSE MUST BE TO DO EVERYTHING WE CAN TO ENSURE 
THAT ALL CHILDREN CAN LIV . WITHOUT FEAR. LAWS DEALING WITH CHILD 
ABUSE PREVENTION SHOULD BE UNANIMOUS, BIPARTISAN, AND BICAMERAL. 
AND YET, W£ OPEN THIS HEARING TODAY WIT4 THE UNDERSTANDING THAT 
THE ADMINISTRATION WILL NOT SUPPORT THE REAUTHORIZATION OF THE 
CHILD ABUSE CHALLENGE GRANT PROGRAM . 

WE ARE ALSO HERE TO BEGIN THE PROCESS FOR THE REAUTHORIZA- 
TION OF THE TEMPORARY CHILD CARE FOR HANDICAPPED INFANTS AND 
CRISIS NURSERIES ACT . IT HAS BEEN REPORTED THAT AT LEAST 25 
PERCENT OF CHILD ABUSE CASES INVOLVE CHILDREN WITH DISABILITIES. 
RESPITE CARE SHOULD BE PART OF A FAMILY SUPPORT PROGRAM TO GIVE 
PARENTS SOME RELIEF FROM THE DAY-TO-DAY DEMANDS OF CARING FOR A 
CHILD WITH A DISABILITY. IT IS IMPORTANT THAT WE NOT ALLOW MONEY 
FOR THIS PROGRAM TO BE FROZEN BELOW INFLATION LEVELS. 

IF THE ADMINISTRATION'S BUDGET WER£ TO BE GUIDED BY TRULY 
HUMANE AND RATIONAL PRIORITIES, THE PROGRAMS WE ARE CONSIDERING 
TODAY FOR REAUTHORIZATION SHOULD RECEIVE INCREASES BASED ON THE 
DRAMATIC RISE IN THE INCIDENCE OF Ct'I^D ABUSE IN RECENT YEARS. 
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THE FEDERAL GOVERNMEN" HAS SINCE THE 1970'S PLAYED A KEY ROLE 
r^' MOVING THE STATES TO ACCEPT MORE OF THEIR RESPONSIBILITIES IN 
THE AREA OF CHILD ABUSE A^D CHILD WELFARE. THE 1986 AMENDMENTS TO 
THE "CHILD ABUSE PREVENTION, ADOPTION AND FAMILY SEVICES ACT," FOR 
EXAMPLE, WERE A KEY CATALYST IN INDUCING STATES TO CHANGE THEIR 
LAWS TO BETTER ADMINISTER CHILDREN»S JUSTICE. SIMILARLY, THE 
CHALLENGE GRANT PROGRAM, THROUGH ITS STATE-MATCHING REOUIRb:MENTS , 
HAS SUSTAINED CHILD ABUSE PREVENTION PROGRAMS IN STATES THAT WOULD 
HAVE OTHERWISE DIRECTED THEIR OVER-BURDENED RESOURCES TO MEETING 
THE INCREASED DEMANDS OF CHILD ABUSE TREATMENT. IF THE FEDERAL 
GOVERNMENT RENEGES ON ITS COMMITMENT TO MAINTAIN TRUST FUNDS THAT 
HAVE NOW BEEN STARTED IN M STATES AND TO ESTABLISH THE REMAINING 
TRUST FUNDS, A POWERFUL MESSAGE IS SENT: PRFVENTION PROGRAMS ARE 
AN "OrTIONAL EXTRA" RATHER THAN CENTRAL TO THE STATES' EFFORTS TO 
COMBAT THE GROWING RISE IN CHILD ABUSE. 

IN SHORT, WHEN IT COMES TO THE INCREASED NEEDS OF FAMILIES 
AND CHILDREN, THE FEDERAL G0\ ZRNMENT CANNOT AND MUST NOT FLINCH 
FROM ITS LEADERSHIP ROLE. WE STILL HAVE A VERY LONG WAY TO GO TO 
MEET THE CHALLENGES AHEAD AS WE ATTEMPT TO BUILD UPON THESE 
FLEDGLING PROGRAMS. THIS HEARING, WHICH HAPPENS TO FALL AT THE 
BEGINNING OF CHILD ABUSE PRFVENTION MONTH, IS ALSO OUR BEGININING 
AS WE FOCUS OUR ATTENTION, CONFRONT THESE ISSUES, AND TAKE 
CONCERTED STEPS IN THE RIGHT DIRECTION. 




Chairman Owkns. I yield to Mr. Payne for an opening statement. 
[Whereupon, due to audio difficulties, Mr. Payne s oral openmg 
statement was not recorded.] 
[The prepared statement of Hon. Donald M. Payne follows:] 
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statement on Child Abuse and Crisis Nurseries 
The Honorable Donald M. Payne 



Mr. Chairman. As you know, the incidence of child abuse has 
risen sharply over the past decade. The heinous example of New 
York City Attorney Joel Steinberg has made the nation acutely 
aware of the pervasiveness of child abuse. And although 
awareness is generally heightened, funding for services like 
respite care, wnich provides teir.porar ily relief for parents and 
other caretakers who are under the stress of unemployment, drug 
addiction or any number of orher personal problems, remains far 
Delow their recomnonded levels. 

Today I am pleased to be here to lend my support for two 
bills that I would consider essential to the care and protection 
of children who have fallen under the emotional and physical 
weight of domestic v.^lence or physical disabilities: the Child 
Abuse Challenge Grant Program and the Temporary Child Care for 
Handicapped Children and Crisis Nurseries Act. 

In the past, we assumed that a greater frequency of child 
abuse must be countered proportionally with increase in 
treatment and crisis intervention. Most of the federal funds 
were used for treatment, and little was left for prevention. We 
now believe thct prevention is equally important in stopping this 
type of domestic viole-^ce. As legislators, wo obtain the most 
effective tools to assist conmunity leaders in balancing the 
scales between treatment and prevention. 
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Through continued support for the challenge grant, temporary 
child care demonstration pro3ects and crisis nurseries for abrsed 
children, we would be able to provide more resources to state, 
local and research facilities designed to improve methods of 
preventing child abuse. 

More specifically, the challenge grant and crisis nurseries 
programs offer us the unique opportunity to further the efforts 
begun under P. L. 98-473 to assist the children and families^ 
affected by domestic violence. While it not only sends a signal 
to the nation that Congress unilaterally intends to take a more 
active role in child abuse programs, it also conveys a message of 
solidarity by establishing a federal, state and local partnership 
designed to improve prevention methodology. More importantly*, it 
assures the people most in need of services the chance to receive 
quality assistance. 

In addition. Congress has another opportunity to expand its 
support for state and local agencies • child care initiatives 
through the Temporary Care for Handicapped Children Act. This 
legislation would provide temporary non-medical care for 
children with special needs to alleviate the social, emotional 
and financial stress among those children and their families. By 
increasing access to programs through an increase of federal 
funds , we essent la i ly preempt the opportunity for neglect and 
abuse . 
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Frankly, Mr. Chairman, I must say that I am t..<idsed to be a 
member of a subcommittee that will be taking the lead during the 
101st Congress on issues important to the famil/ It is an issue 
that will only grow in importance as America enters the 21st 
century. Therefore, you can be assu: of my continued support 
on this kii.d of legislation well into the future. 
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Chairman Owens. Our first speaker will be Ms. Betty Stewart, 
Associate Commissioner of the Children's Bureau of the Office of 
Human Development Services. 

STATEMENT OF BETTY STEWART, ASSOCIATE COMMISSIONER, 
CHILDRENS BUREAU, OFFICE OF HUMAN DEVELOPMENT 
SERVICES. 

Ms. Stewart Thank you, Mr. Chairman and members of the 
subcommittee. 

I am Betty Stewart, Associate Commissioner of the Children's 
Bureau. Thank you for this opportunity to discuss our implementa- 
tion of the Child Abuse Prevention Challenge Grant Program and 
the Temporary Ch.'ld Care for Handicapped Children and Crisis 
Nurseries Act. 

Several years ago, some states began to recognize the importance 
of funding child abuse prevention activities and creatively estab- 
lishing children's trust and prevention funds. By 1984, about 
twenty states had establibh'^f' uch trust funds to support child 
abuse prevention activities. 

The Challenge Grant Program v/ls enacted by Congress in 1984 
to provide an incentive through federal matching funds to chal- 
lenge additional states to establish trust funds or other funding 
mechanisms, including appropriations, targeted only for child 
abuse and neglect prevention activities. 

We believe that this program has been successful in achieving its 
goal of creating ongoing resources at the state level for child abuse 
prevention activities. 

In Fiscal Year 1986, thirty-three states received federal Chal- 
lenge Grants totaling $4.85 million. In Fiscal Year 1987, forty-four 
states were funded, for a total of $5 million. 

In Fiscal Year 1988 forty-two states— every state which applied 
for a Challenge Grant — received an award. The Fiscal Year 1988 
grant awards ranged from $4,768 to West Virginia to $956,709 to 
California, for a total of $4,787 million. 

Federal Challenge Grant funds represent a small percentage of 
monies now available for child abuse prevention activities at the 
state and local le\.ls. Based on state applications submitted in 
Fiscal Year 1988, Children's Trust and Prevention funds collected 
and made available for child abuse and neglect prevention activi- 
ties included an aggregate of approximately ?dl.3 million in non- 
federal funds. 

These funds are raised through a variety of methods including 
state income tax check-offs; birth certificate surcharges; increased 
fees on marriage licenses, divorce filings or death certificates; the 
sale of heirloom birth certificates; and state appropriations. Over 
one-third of the trust funds also receive direct donations from pri- 
vate sources. 

Recently, the Department delivered to Congress a report on state 
Challenge Grant Program activities for grant awards made in 
Fiscal Year 1986. These funds were used by state and local agencies 
and organizations for a wide range of child abuse prevention pro- 
grams such as community-based programs on parenting, child care 
and child development; personal safety training for children; sup- 
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port groups and counseling for families at risk; and educational 
programs to increase public awareness of child abuse. Examples of 
some of these activities include the following. 

In California, many counties have established local child abuse 
and neglect prevention councils. These councils have conducted cul- 
turally sensitive and ethnically appropriate training sessions for 
parents, established support groups among at-risk populations and 
developed curricuia for preschool through elementary school levels. 

In Michigan, health care providers have been working with 
young mothers in infant care classes and providing child care liter- 
ature in prenatal clinics. The Visiting Nurse Association is provid- 
ing a group of high risk mothers with intensive, individually de- 
signed services and support during a critical time frame in the de- 
velopment of the mother/child relationship. 

In New York, the Buffalo North American Indian Culture Center 
developed a child abuse and neglect pievention program for Buffa- 
lo urban Indian families to eliminate barriers which prevent 
Indian youth and families from participating in existing communi- 
ty services. 

In North Carolina, a support program for teen mothers in Hert- 
ford County has provided pre- and postnatal care, made referrals 
for related services, taught parenting skills to young mothers, fa- 
thers and significant others, and coordinated educationa: services 
to allow teen mothers to remain in school. 

In Louisiana, efforts have been made to recruit volunt ^ers from 
churches, service groups, university students and the public for 
con^njunity programs, and a toll-free 24-hour "Helpline" nas been 
established to provide counseling and information to fa milies at 
risk before an abusive incident occurs. 

In Maine, a ten-week course for primary and secondary school 
teachers regarding child abuse and neglect was conducted, with 
credits for the course being sanctioned by the state university 
system. A six-month public awareness campaign entitled ' Child 
Abuse and Neglect is a Preventable Problem" was conducted. 

In Oklahoma, family life skills and child abusa prevention curric- 
ula were coordinated and promoted in public and private schools. A 
review of child abuse data was conducted. A resource lending li- 
brary was developed. Presentations were made on child abuse pre- 
vention to civic and community gioups and a training conference 
on child abuse prevention, intervention and treatment for profes- 
sionals was organized. 

The Children's Trust Fund of Texas has undertaken a demon- 
stration project in three Texas cities to prevent child abuse by ado- 
lescent parents. In addition, a public e?rvice announcement has 
been completed on shaken infant syndrome with distribution sched- 
uled for Child Abuse Prevention Month. 

In Connecticut, a statewide "Child Awareness in the Schools" 
proiect was developed to help elementary and middle school per- 
sonnel and parents become more involved in preventing child 
abuse and neglect, become more knowledgeable in identifying signs 
of child abuse and neglect and become more aware of information 
regarding the resources available for families in stress. Training 
materials were printed in both English and Spanish. 
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This is just a small sample of the hundreds of innovative child 
abuse and neglect prevention programs being carried out at the 
state and community levels through the State Children's Trust and 
Prevention Funds. 

In order to encourage coordination among the states and to assist 
them in identifying and implementing effective prevention pro- 
grams, the National Center on Child Abuse and Neglect, NCCAN, 
funded a grant to the National Committee for Preventic:: of Child 
Abuse National Committee, an internationally recognized leader in 
child abuse prevention captivities. 

Under this grant, the National Committee provided, by means of 
a regular conference call, a forum for states to share information 
on cost-effective planning and identification of innovative program- 
ming; coordinated an annual conference of Children's Trust and 
Prevention administrators; provided technical assistance in devel- 
oping effective public awareness campaigns by exchange of bro- 
chures, videocassettes and public service announcements that have 
proved effective; and conducted an annual survey of Children's 
Trust and Prevention Funds administrators to gather information 
on the Funds' structure, revenue sources, size and expenditure pat- 
terns. 

In December 1988 NCCAN convened a national conference in 
Washington for Challenge Grant Program grantees which provided 
states an opportunity to share information in such areas as teen 
parenting programs, parent self-help groups and building commu- 
nih^ networks to prevent child abuse and neglect. 

The announcement requesting applications for the Fiscal Year 
1989 Challenge Grant Program awards was published in the Feder- 
al Register on March 30. We expect to receive applications from at 
least forty-five states this year. We anticipate that almost all states 
will have trust funds or other funding mechanisms for child abuse 
prevention activities in place by the end of 1990. 

We believe this program has been very successful in encouraging 
states to establish Children's Trust Funds or other funding mecha- 
nisms for child abuse and neglect prevention activities. 

The Challenge Grant Program has accomplished the purpose for 
which it was established. For these reasons, the Department did 
not request funds for this program in Fiscal Year 1990. 

The Temporary Child Care for Handicapped Children and Crisis 
Nurseries Act of 1986 directed the Department of Health and 
Human Services to establish demonstration programs to states to 
assist private and public agencies and organizations in providing 
two types of services: in-home or out-o^home temporary nonmedi- 
cal child care for handicapped children and children with chronic 
or terminal illneaees, and crisis nurseries for abused and neglecte ' 
children, children at risk of abuse and neglect, or children in fami- 
lies receiving protective services. 

In Fiscal Year 1988, the first year for which funds were appropri- 
ated, $4,787 million was available for these two demonstration pro- 

frams. Through a competitive award process, 32 grants involving 
8 states were funded. 

Sixteen states received grants to demonstrate temporary child 
care programs for handicapped or chronically ill children and six- 
teen states received grants to demonstrate effective crisis nurseries. 
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North Carolina, Florida, Illinois and California, re- 
ceived grants in both demonstration areas. 

The average amount of each grant is $150,000. The grants were 
awarded in August and September of 1988 and are in t^e Mr^ 
stages of implementation. ^ 

Some of the projects funded included the following The Arkan- 
sas project IS one that will provide respite care and other services 
through existing parent support groups in fifteen rural counties of 
Arkansas. Parents will be the respite care providers. Each provider 

T^!Tnu'''^■^ ?n*^ certified by the St. Vincent Medical Infirmary. 
York Illness Respite Care Project, operated by the New 
York State Department of Social Services, is one that will identify 
and train respite care providers of minority backgrounds to provide 
respite care for children with AIDS who live with their own par- 
ents or with foster care families. A manual will be produced and 
disseminated in order to encourage the development of additional 
programs in other parts of New York state. 

In addition, we have directed resources to provide for networking 

NWtil p'"'"r**°" T^^?^^ ^^^^ grantees. For example. 

North Carolina IS facilitating the exchange of information among 
all grantees and other sources of expert information on these pr^ 
grams. In this way we hope to enhance the impact of the demon- 
stration programs across the states and local communities by pro- 
viding information about common issues of concern and in compa- 
rable form. In order to coordinate and share information, we are 
also sponsoring a meeting of all of these grantees in late May 
rv,nH ,'^^^^}. year Congress reauthorized the Temporary 
Child Care for Handicapped Children and Crisis Nurseries Act for 
K-v ffi subsequently appropriated $4.94 million dollars for 
yQflQ . . announcement requesting applications for the FY 

the enTo"f1hls week' " ^ '"^'"'^''^ ^^^^"^^ ^^^^'^'^ 

norrt^re'^g^^n^ts* i^ <^'<^ 
The Secretary currently has the authority to operate temporary 
child care and crisis nursery activities under Section 426 of the 
oociai oecurity Act. In Fiscal Year 1990 the Secretary will continue 
to fund similar demonstration projects under the child welfare re- 
search and demonstration program. 

Therefore, the Reagan administration budget did not reauest thp 
reauthorization of the Temporary Child Care^for HaSdicS'r^d cSl 

S to the"FY?Q«Tr'' 1" a" amount 

equal to the FY 1989 appropriation for temporary child care and 

""'■series was added to the Fiscal Year 1990 budget request 
tor the child welfare research and demonstration program 
iqqn *r ?."sh administration budget proposals for Fiscal Year 
lyyu, the funding for these activities are contained in the resiaual 
freeze category, which includes numerous programs across the gov- 
ernment. ° 

r2a\!=**^!,ll"^''?'-^ ^l'"^^ fo'- negotiations between 

prionties administration to determine appropriate funding 
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In closing, we appreciate the opportunity to share with you our 
view of our successful implementation of these programs. I will be 
happy to answer your questions. 

[The prepared statement of Betty Stewart follows:] 
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Mr. Chairinan, MemDers of f ne SoDComm 1 1 1 ee 

I am Betty Stewart, Associate Commissioner of tne Cnildren's 
Bureau. TnariK you for tnis opportunity discuss our 
iinpleinentat ion of the Child ADuse Prevention Challenge Grant 
Program and tre Temporary Child Care for Hanaicapped Cnildten and 
Crisis N rseries Act. 

Child ADuse Prevention Challenge Grants 

Several years ago, some States oegan to recognize tne importance of 
funding child abuse prevention activities and creatively 
established Children's Trust and Prevention Funds. By 1984, anout 
20 States had established such trust funds to support child aouse 
prevention activities. The Challenge Grant Program was enacted oy 
Congress in 1984 to provide an incentive through Federal natcning 
funds to "challenge" additional States to estaolisn trust funds or 
ocner funding mechanisms, including appropriations, targeted only 
for Child abuse ard n=^glect prevention activities. We believe this 
program has been successful in achieving its goal of creating 
ongoing resources at the State level for cnild abuse prevention 
act 1 VI ties. 

In FY 1986, 33 States received Federal Challenge Grants totaling 
$4.85 million. In FY 1987, 44 States were funded for a total of $3 
milli-'h. In FY 19BB, 1? States, every State which applied for a 
Challenge Grant, received an award. The FY 1988 grant awards 
ranged trom $4,768 (to west Virginia) to $956,709 (to California) 
for a total of $4,787 million. 
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Federal Challenge Grant Funds represent a small percentage of 
monies now available for cnild aDuse prevention activities at tne 
State and local level. Based on State applications sjDmitted ,n FY 
1988. Cnildrei.'s Trust and Prevention Funds collected and made 
availaole for Ciild aojse and neglect prevention activities an 
aggregate of approximately $31.3 million in non-Federal fjnds. 
These fjnds are raised tnrojgn a variety of metnods including State 
income tax checK-offs, oirtn certificate sjrcnarges; increased fees 
on marriage licenses, divorce filings, or deatn certificates: tne 
sale of neirloom Dirtn certificates, and State appropr lat inns . 
Over one-third of tne trjst fjnds also receive direct donations 
frofr private sources. 



Recently, tne Departnr.ent delivered to Congress a report on State 
Challenge Grant Prograi^ activities for grants awards made in 
FY 1986. Tnese fjnds were used Dy State and local agencies and 
organizations for a wide range of cnild aouse prevention programs 
such as comm jn 1 t y-Da sed programs on parenting, cnild care, and 
cnild development, personal safety training foi children; support 
groups and counseling for families ^t risK, and educational 
programs to increase puDlic awareness of cnild aouse. Examples of 
some of tnese activities include the following: 
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o In California, many counties nave estaDlisned local Cnild 
ADuse and Neglect Prevention Councils. Tnes** Councils 
nave conducted culturally sensitive and etnnically 
appropriate training sessions for parents. estaDlisned 
support grojps among at risK populations, and develope.i 
curricula for pre-scnool tnrougn elementary scnool levels. 

o In Micnigan, nealtn care providers nave oeen worKing witn 
young motners in infant care classes and providing cnild 
care literature in prenatal clinics. Tne Visiting Nurse 
Association is providing a group of nign-risK motners w.tr 
intensive, individually designed services and support 
during a critical time-frame in tne development of tne 
motner /cm Id relat lonsn i p . 

o In New YorK. tne Buffalo Nortn American Indian Culture 
Center develop'-d a cnild aouse and neglect prevention 
program for Buffalo uroan Indian families to eliminate 
Darners wnicn prevent Indian youtn and families from 
participating in existing community services. 

o In Nortn Carolina, a support program for teen motners in 
Hertford County nas provided pre- and post-natal care, 

made referrals for related services, taugnt parenting 

sKills to young motners, fatners and significant otners, 

and coordinated educational services to allow teen motner 
to remain in scnool. 

-3- 
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o In louisiana, efforts nave Deen made to recruit volunteers 
from cnurcnes, service groups, university students and tne 
pUDlic for coininunity programs, and a toll-free 24 nour 
"Helpline" nas Deen estaDlisnpd to provide counseling and 
information to families at ris< oefore an aousive incid»^nt 
occurs . 



o In Maine, a 10 week course for primary and secondary scnooi 
teacners regarding cnxld aouse and neglect was conducted, 
witn credits for tne course Deing sanctioned Dy tne State 
university system. A 6 montn puDlic awareness campaign 
entitled "Cnild ADuse and Neglect is a Preventable ProDl-^m" 
was conducted. 



o In OKlanoma, fairily Ixce sKills and cnild aouse prevention 
curricula were coordinatp-* ^^n^ promoted in puDlic and private 
scnools. A review of cnild aDUse data was conducted; a 
resource lending library was dev*^ioped, presentations were 
made on cnild aouse prevention to civic and community groups: 
and a training conference on cnild aouse prevention, 
inter vention and treatment for professionals was organized. 

o Tne Cnildren's Trust Fund ot Texas nas undertaken a 

demonst rat irjn proiect in tnree Texas cities to prevent cnild 
aouse Dy adolescent parp-^ts. In addition, a puDlic service 
a nno jncement naq Deen cnmp leted on snaken infant synd rome 
witn distribution scneduied for Cniid Anuse Prevention Montn. 
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0 In Connecticut, a statewide "Cnild Awareness in tre Scnoois 
Project" was developed to nelp elementary and iniddle scnOol 
personnel and parents Decome more involved xn preventing 
cm Id aouse and neglect, become -Pore Knowl edgeaole in 
identifying signs of cnild aoiise and neglect, and necoipe 
more aware of information regarding tr\f> resources availanie 
for families in stress. Training materials were printed in 
Dotn Englisn and Spanisn. 

Tnis IS lust 3 small sample of tne njndreds of innovative cniM 
aouse and neglect prevention progrcirs nei-^- carried out at tne 
State and community level tnrougn tne 5t,ite Children's Trust and 
Prevention Funds. 

In order to encourage coordination arpong tne States and to assist 
tnem in identifying and iTplempnting effective prevention 
progra-ns. tne National Center on Cnild Aouse and Neglect (NCCAN) 
funded a grant to tne National Commttee for Prevention of Cnild 
ADuse (National Commttee), an internationally recognized leader 
in cnild aouse prevention activities. Lnder t*^i*=^ grant, tne 
National Cominitt^'e 

o provided ny meanq of a regular conference call, a foruT for 
States to snare i n f o r ir^a t i on on co^t effective planning and 
id^ntificatio'^ nf inn'^vative pro^r^TTing 
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o coordinated an annual conference of Cnildren's Trust and 
Prevention Fund adrr i n i st r a tor s , 

o provided tecnnical assistance in developing effective 
p'jolic awareness campaigns Dy exchange of Drocnures. 
videocassettes, and puolic service announcements tnat nav« 
proved effective and 

o conducted an annual survey of Cnildren's Trust and 

Prevention Funds adm n i s t r a to r 5 to gatner infor^iation on 
tne Funds' structure, revenue sources, size, and 
expenditure patterns. 

In DeceiT-Der 1988. NCCAN convened a National Conference in 
Washington for Challenge Grant Program grantees wnicn provided 
States ar opportunity to snare information in such areas teen 
parenting programs, parent self help groups and nyUding community' 
networKs to prevent child aojse and ppglect. 

Tne announcement requesting applications for the FY 1989 Cnallenge 
Grant Program awards was published in tne Fede r al Register on 
^tarcn 30, We expect to receive applications from . least 45 
States this >ear. We anticipat*^ that almost all States will nave 
trjst funds or otner funding mechanisms for cnild aouse prevention 
activities in place oy tne end of 1990, 
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«• believe tnis program nas ceen very successful in encourdging 
States to estaDlisn Cniidren's Trust Funds or other funding 
mecnanisins for cnild aouse and neglect prevention activities. The 
Cnallenge Grant Program nas accomplished tne purpose for wnicn it 
was established, I'or these reasons, the Department did not 
request funds tor this program in FY 1990. 

Respite Care/Crisis Nurseries 

Tne Temporary Child Care for Handicapped Children and Crisis 
Nurseries Act of 1986 directed tne Department of Health and Human 
Services to establish demonstration programs to States to assist 
private and puDlic agencies and organizations in providing two 
types of seov^ces- 

o in-no^e or out-of-home tpmpor-^ry non-r.edical cm Id care for 
handicapped children and cniidren witn cnron.c -)r terminal 
1 1 1 nesses r and 

o crisis nurseries for aDused and neglecf^d cmldren, 
cniidren at nsK of aDuse and neglect, or cmldren in 
families receiving protective services. 
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In FY 1988. tfit first year for wnicn funds were appropriated. 
$4,767 million )s available for these two demonstration 
programs, 'inrougn a competitive award process. 32 grants 
involving 28 States were funded. Sixteen States received gc^ s 
to demonstrate temporary child care programs for handicapped '>r 
Chronically ill children. Sixteen States received grani^ to 
demonstrate effective crisis nurseries. Four Sta^e; (North 
Carolina. Florida. Illinois and California) received grants in 
ooth demonstration areas. The average amounf of each grant is 
$150,000. The grants were awarded in August and September of 1988 
and a'-e in the early stages of implementation. Some of the 
projects funded include the following: 

o The Ohio Department of Human Services project will extend 
an e sting weeKend crisis nurser> program to a 24 hour, 
7 day a weeK program. In addition, a State-wide needs 
assessment and resource invent-ry will De conducted to 
deteiMi^ne how the different counties are dealing witn 
respite care and crisis nurseries and to deterr.,ine where 
gaps in service exist. 

o Ti."* ArKansas project will provide respite care and otner 
services through esi-^ting "parent support groups" in JJj 
rural counties. Parents will De tne respite care 
provi^ors. Eacn provider will r*e trained and certified oy 
tne St. Vincent Medical Infirmary. 

-8- 
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o The -Chronic Illness Respite 'are Project" is De i ng 
operated Dy tne New York State Department of Social 
Services. Tnis pro3ect will identify and train respite 
care providers (rorv minority DacKgrounds to provide respite 
care for children with AIDS who live with tneir own parents 
or with foster care families. A manual will De produced to 
encourage the development of additional programs in other 
parts of the State. 

o The Massachusetts Department of Social Services in Boston 
IS forming the "CnUd Care AIDS NetworK" to pilot 
fam\ly-Dased. temporary child care for children with AIDS. 
Under this pro:)ect. foster families will oe organized into 
a formal, statewide child cart exchange netw --k. Training 
and support groups, case management, and medical and social 
service consultation and referral will oe provided. 

o The California Department of Social Seivices is jsing funds 
to expand the "Cnildren's ARK" (Assistance and Relief for 
Kids) program to include respite care. This infant and 
Child development program provides a range of child 
developm«=»nt services for drug-exposed newborns and tneir 
f aiPi lies. 
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In addition we nave directed resources to provide networking and 
1 nformat ion excnange among grantees. For example, Nortn Carolina 
IS facilitating the excnange of information among grantees and 
otner soi'rces of exoert information. In tnis way we nope to 
ennance tne impact of tie demonstration programs across tne States 
and local communities Dy providing information aoout common issues 
of concern in a comparaole form. 

In order to coordinate and snare information among jrantees, we 
will also sponsor a meeting of all grantees in late May. 

As yoo Know, last year Congress reauthorized the Temporary Child 
Care for Handicapped Children and Crisis Nurseries Act for one 
year and subsequently appropriated $4.94 million for FY 1989. An 
announcement requesting applications for FY 1989 gran^s to States 
will De puDlisned in the Federa 1 Reg i ster oy the end of this 
weeK. Preference for these grant awards will De given to States 
that did not receive grants in FY 1988. 

Tne Secretary currently has the authority to operate temporary 
Child care and crisis nurseries activities under Section 426 of 
tne Social Security Act. In FY 1990, the Secretary will continue 
to fund similar demonstration projects under the child welfare 
research and demonstration program. 
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Toerefore, toe Reagan Aim i n i st r a v ion Dudget did not request tne 
reauthorization of tne Temporary Child C^ire for Handicapped 
Children and Crisis Nurseries Act in FY 1990. However, an amount 
equal to tne FY 1989 aupropriat ion .or Temporary Cm Id Care and 
Crisis Nurseiies was added to the FY 1990 oudget request for tne 
Child welfare research and demonstration program. 

Under the Bush Administration Budget proposals for FY 1990, tne 
funding for these activities are contained in the residual freeze 
category, which includes njmerous programs across the government. 
Tne freeze is flexiDle m that it allows for negotiations oetween 
Congress and tne Administration to determine appropriate funding 
pr I or 1 1 1 es . 

in closing, we appreciate ?he opportunity to share with yoj our 
view of tne Department's successful implementation of these 
programs. I would De happy to answer your questions. 
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Chairman Owens. Thank you, Ms. Stewart. We have been joined 
by two additional colleagues, Mr. Jontz and Mr. Smith I wonder if 
Mr. Jontz or Mr. Smith would like to m .ke an opening statement 
before we begin? 

Mr. Jontz. Mr. Chairman, I have no opening statement to make. 
I do want to submit for the record a letter from the Honorable 
Evan Bayh, Governor of the State of Indiana, with regard to fund- 
ing for Challenge Grants for child abuse prevention, and if it would 
be appropriate to insert that into the record at this time, I would 
like to do that and express my appreciation of the leadership of the 
governor of our state on this important issue and my agreement 
with the opinions he is expressing in this letter 

Chairman Owens. Without objection, the letter will be entered 
into the record. 

[The material to be supplied follows:] 




OmCB OF THE GOVESNOB 
CfDXAIIArOLUk ITOIAXA IMOi-im 



WfJkXWAYU 

oomiNit 



April 5, 1989 



The Honorable Jia Jontz 
1039 Longvorth Building 
Vashington, DC 20^15 

Dear Jim: 

Recently, I became avare that the propoaed federal budget 
eliminated funding for challenge grants for child abuse 
prevention. I, want to share vlth you a few alarming 
Btatlstlcfl. Indiana has seen an Increase in the number of child 
abuse and neglect oases through recent years. In -988, there 
were a total of 30,765 reported oases while m 1991 there were 
only 22,344. What is especially frightening about these 
etatlatlce is that the number of abuse eases has nearly doubled 
over this same period. In 1981, there were a toxal of 8,249 
abuse oases while In 1988 thre were 16,023. 

With these statistics In mind, I urge you to support the 
retention of these funds la the federal budget. They are 
esasntisl to programs that will help prevent child abuee and 
assist its victims, both in Indiana and the nation. To allow 
this assault upon our future Is unconscionable. We must all 
commit ourselvas to ensurinig that this nation's abused and 
neglected children receive the aeelstance l*hey deserve. 
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Chairman Owens. Mr. Smith? 

Mr Smith. Thank you, Mr. Chairman. I have a short statement 
to make. 1 want to begin by expressing my apologies for being late 

1 am gomg to have to be in and out because Congressman Miller, 
who I guess was here earlier, has chosen today at 10:30 to organize 
the Select Committee on Children, Youth and Families, of which I 
am a member, so I am going to have to go and do that and then 
hopefully be back to hear this. 

I would only say that the Children's Trust Fund in Vermont has 
made a significant difference in the life of families in our state, as 
It touches not only children who are subject to problems of abuse 
but also this largely, until recently, undiscussed or unspoken prob- 
lem of respite care and all associated services. 

It is a problem that I have been working on politically and per- 
sonally smce 1 was a member of our state senate, which is, God 
torbid, almost ten years ago. I attach - -I think it is one of those 
little pr(^ams that has made an enormous difference in the lives 
of mdividuals who struggle v/ith problems that they did not choose 
tor themselves and struggle to live lives that are whole. 

So I attach great significance and real human importance to the 
deliberations of this subcommittee today as it relates to the Chal- 
lenge Grants of the Trust and the respite care issues. 

Chairman Owens. Thank you. Ms. Stewart, I think your testimo- 
ny illustrates how effective the program has been in stimula^ne 
activity within the states. 

It is a very tiny amount of money. You can't find it in the 
budget, it IS so tiny that we wonder why attention was focused on 
It as one area that we should cut. 

You speak of absorbing this small but critical amount of money 
mto Section 426 of the Social Security Act. 

Ms. Stewart. Could I make a 

Chairman Owens. Yes. 

Ms. Stewart. The money I was talking about in terms of 426 is 
the Crisis Nurseries money 

Chairman Owens. That is the respite care. The other amount 
you just want to cut out completely. That will get absorbed any- 
where, the money for the Challenge Grants. 

The language of Congress was that they wanted to establish and 
maintain—the federal government would have a role in establish- 
inc: those Challenge Grant programs and maintaining them. 

We certainly succeeded with a very small amount of money in 
stimulating a lot of activity. The total amount of activity, I think 
your testimony said, adds up to about $33 million? 

Mr. Smith. Thirty-one point something. 

Chairman Owens. Thirty one million dollars. That isn't even a 
million dollars per state. Of course, there are some states— I said 
torty-seven and the correct number, I think, is that forty-four have 
participated in the program up to now. For the present fiscal year 
only forty-two are involved, but as many as forty-four out of the 
fifty, have participated which is a plus. Some have participated to a 
very small degree and a very small amount of activity is going on 
If you take all fifty, you have less than a million dollars that has 
been generated from the program to date in all fifty states. 

What is the great rush to stop the successful program? 
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Ms. Stewart. Well, I will just repeat and maybe elaborate a 
little bit on what I said earlier. 

We feel that the pro-am has been successful. States that had 
initially established Children's Trust Funds e^^en before the federal 
funding was available have maintained those funds. 

We have an additional state, the state of Arkansas, who has a 
trust fund and as of this year now has enough money in that fund 
that they will be applying for grants this year. 

We have two additional states that have legislation pending, I be- 
lieve Colorado and Mississippi. We have a third state, Wyoming, 
which expects to introduce legislation in their next session of Con- 
gress, so that states have taken advantage of this encouragement 
to continue. 

The other thing is that the amount of money that is coming from 
state and private sources is much, much greater than what is 
coming from the federal government. I think that we have 
viewed — not to say that we don't think prevention is very impor- 
tant, because we have a major focus on prevention activities 
through our National Center on Child Abuse discretionary funding 
program, but we feel that this particular program has served its 
intent and for that reason we do not recommend its continuation. 

As I said earlier, this is a part of the flexible 

Chairman Owens. The fact that the amount of money which is 
now in the program is much greater than the federal contribution, 
that is nothing new. Programs in education, programs in health 
aad human services operate that way all the time. 

Is there any evidence — did you do any kind of evaluation or do 
any kind of study or were there statements made or did governors 
indicate that for some reason this was different — if the federal 
stimulus was not there they would automatically keep going? 

How do we know that if the federal stimulus is not there we 
won't lose some of the programs that we have? 

Ms. Stewart. Well, I don't know that — we certainly have no in- 
dication that I know from any governor or any state that if this 
money is not available that these programs will stop. Many of 
these programs are now established 

Chairman Owens. Do you have any indication from any of them 
that they don't need the money anymore? Did anybody say that we 
would like to see the federal government withdraw its tiny contri- 
bution? 

Ms. Stewart. That has never happened, as far as I know, for any 
federal program. 

Chairman Owens. So the administration has decided to do this 
just on the basis of the great need to save money? 

Ms. Stewart. We have decided to do this on the basis that we 
feel the program has fulfilled its purpose, funds are established, 
funding mechanisms are in place through the collection of money 
from birth certificates and other kinds of activities. That is the 
reason. 

Chairman Owens. On the second part of the consideration today, 
the respite care, you propose to move it under Section 426. What is 
under Section 426 already? What kinds of programs are being 
funded there already? 
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Ms Stewart. The basic prog^ams that are funded under 426 are 
a Child Welfare Discretionary separate amount which is specifical- 
ly targeted toward child welfare training. 

That includes areas such as foster care, family-based services 
residential care and other areas that have to do with general child 
welfare programs. 

Chairman Owens. What is the total budget now before you add 
^o^o J^^f^ training and demonstration projects under Section 
426? What budget amount? 

Ms. Stewart. For 1990? 

Chairman Owens. Yes, what is your current— what is your 1989 
budget? ^ 

Ms. Stewart. I am not sure I can give you that, but I will be 
glad to provide it. 
Chairman Owens. Do you know it for 1990? 
[No response] 

Chairman Owens. You don't know it for either year? 
Ms. Stewart. I don't want to— I'm not sure. Excuse me iust a 
moment. 
It is $13 million. 

Chairman Owens. You have $13 million in that Section already*^ 
Ms. Stewart. That is correct. 

Chairman Owens. Which funds a variety of programs you iust 
mdicated? > 
Ms. Stev^ \rt. That is correct. 

Chairman Owens. What guarantee do we have that there will be 
funding beyond this year for the respite care Programs? If we put 
them under there the secretary has discretio What guarantees 
will there be that the same or more money will be spent on this 
very critical area? 

Ms. Stewart. The same funds that are available this year have 
been added to the 426 budget specifically for this program. We are 
expecting to publish a "Federal Register" announcement within 
the next week for the next amount of funding, so that we have 
every intention to continue funding this program at least at the 
same level. 

Chairman Owens. If you only put the same amount of money in 
there, that is already cut. You are not taking that first into consid- 
eration at a time when the need is galloping forward and we have 
eveiT indication that the need is far greater now than every before. 
U-ighteen states do not fund any respite temporary care assistance 
at this point, yet you are cutting it by just putting the amount of 
money in the general 426 area of funding that we had before 

You don t recognize the fact that there is an increased need*? 

Ms. Stewart. Our understanding is that these programs are set 
up to be demonstration, to provide us with information, to provide 
states and other communities with information about what works 
i^ur of programs, what is the most effective, how to es- 

tablish them, really to develop models that can be spread through- 
out the cou :y. 

The funding of the first round of grants was for seventeen 
months, because that was the total length that we could fund them 
oecause of the way the funding was set up. 
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We realize that these are programs that require some time and 
our intention would be to continue funding the ones that we cur- 
rently have if they are succeeding in their efforts, so that we would 
over the long run be funding these programs for a period of thirty- 
four months. 

In addition, with the next round of grants we would also want to 
do the same thing, so that at the end of three years we are going to 
have probably something like sixty-four demonstrations split be- 
tween these two areas that will have a life of three years, that will 
be funded at least in the range of $150 or more, and I think that 
that is going to provide not just us at the federal level, but states 
and communities with substantive information about these pro- 
grams. 

Chairman Owens. Well, states are very hard-pressed to just take 
care of the treatment of child abuse, with the great increase of ob- 
vious cases, and also many states are having tremendous budget 
trouble. 

You don't feel that we are sort of abandoning the process which 
is really the least expensive approach to this problem, we would 
hope: prevention, the prevention sector of the problem. 

Ms. Stewart. I am sorry, I don't 

Chairman Owens. You say that once the demonstration projects 
have gotten off the ground you feel there is no more federal obliga- 
tion "^r participation? 

Ms. Stewart. No, I didn't say—what I intended to say is that 
this Act set these programs up as a demonstration. We are very 
committed to this program. I think that we are doing everything 
and will continue to administer this program in a way that is going 
to maximize its effectiveness, not just for the individual programs 
but for others around the country who are looking toward these 
demonstrations for information and assistance. 

Chairman Owens. Have you done any studies or evaluations of 
what the impact of the programs has been since 1983? 

Ms. Stewart. Well, this program — we have just funded our first 
round of grants and they have had about seven months. They are 
just getting underway. We will learn more at the meeting we are 
having for all of these grantees in May. 

The grantees are required by the law to provide the secretary 
with information on their programs. One of the things that we will 
be doing at the May meeting, with the help of our North Carolina 
grant, is to develop some common data sets from each of the grant- 
ees so that we can collect information that will be the same 
throughout all of these grants and thus give us more information. 

I think — from my own knowledge as a practitioner in the past, I 
think that the respite care and crisis nurseries programs have 
pretty much been grass roots kind of programs, many of which 
grew up out of the mental health field and other kinds of areas. 

I don t know how much actual research information we have at 
this point about the extent to which these programs are effective in 
reducing child abuse. I don't think that we know that. 

Certainly from an anecdotal perspective we know that these 
kinds of programs have great potential to relieve pressures on par- 
ents who may themselves be in crisis under the strain and there- 
fore it says to them, you know, we accept that you have a difficult 
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job and you need help. They can receive this help without it being 
devastating to them and really supporting them. 
Chairman Owens. Thank you. Mr. Payne'' 

in^ni***^^^-,'^^^"^ Chairman. I, too, must apologize. At 

10:<iO 1 was asked to sit in on the Committee on Hunger to listen to 

return her?°"^ ''^ *° ^ ^^"''^'^ ^^^^^ that I will 

Although I think you certainly asked the appropriate questions, 
It just seems to me to be a step in the wrong direction. 

As has been indicated, states are having tremendous problems 
balancing their budgets-most states in the union, including mv 
state of New Jersey, which for the last five or six years has had a 
tremendous surplus because of economic development and so forth 
this year has a tremendous deficit. 

For programs like this, it is to be expected that the states would 
pick up more and more of the costs, I think, that is neither realis- 
tic nor reasonable, especially in light of the fact that the federal 
government is even talking about tapping into resources that state 
governments usually use as funding sources, such as federal tax on 
gasoline, as an example. 

That has been the purviews of the states, where they have con- 
tinually raised taxes on gasoline in order to balance their local 
budgets. Now the federal government is looking into dipping into 
miy '^^ *° ^^^^ '""'■^ responsi- 

There is a growing number of children with AIDS. In some 
urban areas as high as five percent of the births are to parents 
who are IV drug users. To see us turning our backs on the people 
who mOTt need this assistance, even if it is for demonstration pro- 
grams, to me It seems that the federal government would be look- 
IHfri^'".'?^" f providing permanent funding for programs in this 
important and critical area. 

It appalls me that the use of the jargon of flexible freeze, where 
you hnd some programs being cut as much as 46 percent because of 
the manner in which funding comes about, I just think it is a hoax 
on the American public It is a sin to turn our backs on so many 
people who are voiceless and who really need the assistance. 

1 know that you are not the person who sets the budget. There is 
no question about that. You just happen to be the one here 

Chairman Owens. Thank you, Mr. Payne. Mr. Jontz? 

Mr. dONTC I do have some questions, Mr. Chairman, but I would 
like to yield to Mr. Smith from Vermont, because he does have an- 
other obligation, and I would defer to his time situation 

Mr. Smith Thank you. I will be uncharacteristirally brief 

You won the raffle. 

Ms. Stewart. I won the raffle? 

Mr. Smith. Yes, that's what w- say in Vermont when you get to 
be the one to bring the bad news. j b « 

[Laughter] 

• ♦ ju^^- ^ y''" ^^^^^ are two issues. Not to get 

u.L y'}^:^ colleagues on tht panel, but the issue of 

f 1 ?°* government has been more or less suc- 

cessful at balancing ite budget or has a bigger oi a smaller problem 
than even the state of New Jersey, where we have a good Republi- 
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can governor, or the state of New York, where we have a Demo- 
cratic governor, I think is one that reasonable people could at least 
spend a lot of time talking about. 

We have got a heck of a problem here and our responsibility is to 
try to figure out how to make the most sense out of it. 

What I am interested in is that at some point in the future we 
may as a matter of legislative intent say that we want to change 
this program and turn it into an ongoing federal program to sup- 
port the two— we are talking about two different bills here— and 
change the nature of the Challenge Grant Program to an ongoing 
support program. I think that is something that I would support. 

In the meantime you are in the difficult position of having to 
come and argue what was legislative intent and we are in the posi- 
tion of saying we think this is working, and while we are dissemi- 
nating good practices around the country we are also serving 
people. 

The state of Vermont— I like the match, I like the challenge, I 
like the trust. The state of Vermont is outperforming, you know. If 
we funded this bill more we would get a whole lot more money in 
Vermont and I suspect the other participating states are in the 
same situation. , r\ 

Our state share is way above— or, I will put it differently. Our 
federal share is way below where it would be if this thing were 
funded even the way we had hoped it would be. 

From my point of view this is a time in which, as we make what 
are difficult budget decisions, I think we need to at least maintain 
and, if we can, increase the commitment to a historically just dra- 
matically, tragically underserved subset of the population. 

I have one particular question about respite care. Is your office 
aware of a state initiative program in Michigan through which the 
parents of disabled children are, in fact, simply given money, be- 
cause they have a disabled child, for respite care? 

The state of Michigan apparently has recognized that the cheap- 
est, most cost-effective way to help lamilies with disabled chiljdren 
cr young children with significant problems or disabilities is to 
simply give them a drawing account which they can use within an 
annual cycle to either purchase or in other ways provide respite 
services. 

Have you heard anjrthing about that? 

Ms. Stewart. I am not personally familiar with that. I will be 
glad to check with some of my ?taff to see if they know more about 
it. It is not anything I have heard of. 

Would this include all children in the state who have disabil- 
ities? ^ , . r ^ 

Mr. Smith. It is my understanding, and it is cheap and, in tact, 
the argument of, I think it is. Governor Blanchard's office— he is 
on your team, isn't he--is that his name? I think it is Governor 
Blanchard. i_- 

Anyway, the argument from the state government in Michigan 
that I have understood is that it is far and away the cheapest and 
most effective way to go and that they are very excited. 

I think it may, just from the point of view of trying to move the 
ball down the field a little bit— it is something you ought to have 
someone in your office check on, because if I got it wrong I need to 
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Beyond that piece of information, I would appreciate hearing 
from you and I think the committee-if there are models out therf 
that are working, we need to know about them 

I will rest with my initial statement. One final question. Is there 

^vP°.S!'",P'T^'"~*'°'^ ^ to put this? Medicaid reform 

gave people who were means tested in, or Medicaid eligible, subsi- 
dy—some coverage— for respite care. 

Is there any other coverage at the federal level other than this 
Wl for people who are not Medicaid eligible, or people who are 
Medicaid eligible? I mean, what other kinds of programs do we 
have for respite care? b'o'uo uu we 

I t?!5nk^fhrHTf '^^^•■^.'"fy be other health-related programs, 
ill rr .v! w -.il't '"i-^^ ^^^F^"^ that it is more chronically 
Hz i L handicaps. It is not a medically oriented prl 

gram so that I think there may well be programs that I am not 
directly familiar with that are related to health needs and respite 
care or some kind ot care that also meets their health and physical 

Mr Smith. I may be alone in this, and I am a newcomer here, 
th nif'T^'i' ^ ^'"^ ^"'^ «eain that wher we are trying 
to think about a comprehensive set of services the one place that it 

iTlL'rVT}^''J' ^••"""'^ '^bild; in other words,1he paJ- 
ents of the child don't know what is available 

I guess I am believing that if I don't know what is available com- 
prehensively at the federal level, or what we believrfs availabK 
what we are trying to make available, whether it is on the medical' 

101:^:":^^::'.^.^^ « P--* °f « 

diffpi^nrK-f/" V^-^ *° ^f* *° so'"^ overview of the 

fhlS Ku-^u'^-.P'^''^^ I '"t° this with older Americans all 
the time. I think it would be very helpful 

thJJ'v,« °f the m^or issues of legislation 

Art fof £f nu^i^^'y ^"""6 child is the Education 

Act for Handicapped Children, which is very much geared toward 
pro>ading a coniprehensive approach with very strong parent in- 

ttelatSKs^ "^^'^ ^"""^^^^-^ to 

doJJn-t'^e^^t S l^t^i^,tir '''' ^^^"^ 

pr^henSvT^Ts-pLtT^e^ '''''''' « 

Mr. Smith. Right If there is some way without breaking the 
back of your office that we could have some sense of what the dif! 
ferent pieces are in the federal pie that together get at the question 

iTnuallv'dlhi; W^""" \' '"'^^^ h^lP ratheTtC 

continual y debating, you know, a straw here and a sliver there 

and the elephant s tail here. Let's try to get the whole beast assem^ 
bled and see what it looks like. It might help us 

badTE' '^^^"'^ y°"' Chairman. I will try to get 

Chairman Owens. Mr. Jontz? 
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Mr. JoNTZ. Thank you very much. Ms. Stewart, I want to read to 
you just a little bit from the federal statute that I know you are 
very familiar with. 

"The Congress finds that disturbing increases have occurred in 
recent years in the numbers of younger Americans who are abused. 
Given the incr^^^sed demand for treatment and crisis intervention 
in child abusf id neglect cases, federal funds distributed to the 
states are mosi often used for treatment and little is left for pre- 
vention. . . 

"Since 1980 some states have begun to recognize the critical 
needs for prevention efforts and trust funds are being established 
to allow states to pay for child abuse and neglect prevention activi- 
ties. 

"In recognition of the increased cases of child abuse and neglect, 
other states have established significant funds for chiW abuse and 
neglect prevention activities through direct appropriations and the 
nation cannot afford to ignore the importance of preventing child 
abuse." 

Do you think all of those statements are true today? 
Ms. Stewart. I don't— I mean, I don't find them to be inaccurate 
Mr. JoNTZ. You think those are accurate conclusions? You would 
agree with those statements which I just read to yon? Vvuuld you? 
Ms. Stewart. I don't disagree with them. 
Mr. JoNTz. Then you agree with them? 
Ms. Stewart. I would. 

Mr. JoNTZ. Fine. Well, afi you know, this is from Section 402 of 
Title IV of Public Law 98-473, which is the section of law with 
regard to the findings that Congress made in establishing the Chal- 
lenge Grant Program. 

If I understand your testimony, you say you believe that the find- 
ings which Congress made in 1984 which were the underpinnings 
of the Challenge Grant Program are now just as true in 1988 as 
they were in 1984, when the Congress put these words into law. 

Now, let me read you another section from this particular law. 
Section B. 

"It is the purpose of Sections 402 to 409 by providing for federal 
challenge grants to encourage states to establish and maintain 
trust :unds or other funding mechanisms, including appropriations 
to support child abuse and neglect prevention activities." 

Your testimony used the word "establish" on numerous occa- 
sions. Your testimony never used the word "maintain." 

Why is that? ^ ^ 

Ms. Stewart. As I responded to a question earlier, not only have 
the great majority of the states established Children's Trust Funds, 
all of those states that have established such funds have main- 
tained them during this period, including the twenty or so states 
that already had funds prior to the passage of the legislation. 

Mr. Jontz. Well, it seems to me that the word "maintain" envi- 
sions some ongoing concern about an effort to continue mecha- 
nisms that have been established. 

I question whether at this point in 1989 the purpose for which 
this law was established has really been fulfilled, seeing as how we 
do have a long way to go in most of these programs and it seems to 
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me the need to maintain the programs is just as great today as 
what It was in 1984. 

Do you think the need to maintain the programs has diminished 
in any way? 

Ms. Stewart. I think that many of the states have set up their 
mechanisms so that they can maintain the programs through vari 
ous kinds of collections in ihe states. 

Mr. JoNTZ. Well, you know, I really think that what you have 
presented to us today is a very poor rationale for terminating the 
Lhallenge Grant Program, because in fact all of the conditions that 
the Congress found true in 1984 in establishing this program are 
just as true today, and the need to maintain the programs and to 
establish them in some cases where they have not been established 
IS just as great today. 

I really find it quite appalling that with the need so great we 
would have a witness from the administration come forward and 
ST'ggest that this ^ogram, of such modest size, be terminated. 

iTour experience in dealing with child abuse at the community 
level may be much larger than mine. I was co-author of Indiana's 
child abuse law. We are celebrating our tenth anniversary of that 
law this week, i have seen a great deal of improvement in the re- 
sp?nse by our state and our local communities to the problem of 
child abuse, but I also know— and, again, your experience may be 
much le-^ r thaii mine and perhaps it contradicts my experience— 
that ' vurces that are now available at che local level are far 
smar a v/hat the need is. 

I cai. ik of a very recent case where I was in a small town in 
my district and had the opportunity to visit with some nurses who 
were providing care for a child. They shared with me their frustra- 
tions tnat the federal government ^as willing to pav for the medi- 
cal care that they provided on an ingoing basis to'this child, but 
that when tney left the house the conditions in the household were 
so volatile and the parents were so poorly equipped to meet the 
needs of the child that they feared abuse and neglect was occur- 
nng. Theij? .vas nothing in this small rural community— no serv- 
ices available— to provide any help to those parents from a preven- 
tion standpoint. 

1 am sure this same experience is replicated throughout our 
country. It ij not just in the rural, remote communities wherp an 
absenr^e of resources exists. It is in communities of all sizes, I be- 
lieve. 

Whatever money the federal government can spare for this pur- 
pose seems to me to be loney very well spent, and what'd more it 
seems to me that there is some symbolic purpose in addition to the 
actual resources that are provided that this particular program ful- 
fills, because I would like to think that the federal government at 
least recognizes the problem and at least is willing to say, we want 
to do something to continue a commitment to addressing these 
very important needs. 

I am very discouraged by ^he sense of priorities that I see here in 
Washington. My constituents at home don't understand this. They 
don t understand, and I realize again that vou are nt»t responsible 
tor the parameters of the budget overall, but the people at home 
don t understand wh>, with the problems of child abuse they see in 
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our local communities, our nation can send billions of dollars 
around the world and we can spend $4 biiiion a year on Star Wars, 
and we have these critical needs here at home and we are saying, 
well, the states are taking care of this problem and so we are going 
to get out of providing asj,.stance. 

I hope that— I appreciate the position you are in. As Mr Smith 
said, you won the lottery to come today to make thi^ testimony. I 
hope you can relay back to the people you deal with in 0MB or 
wherever it is that this message you have brought to us today 
really is not very well received, because it seems so out of place 
with the priorities that we hear from people at home as to where 
they think our federal tax dollars should be spent. 

I am a little bit ashamed, if you will, to be e ngaged in this dia- 
logue, because I am sure that you see the need there and 1 don't 
mean to be trying to convince you of the need, because I am sure 
that you undei'Stand it much better than I. 

I simply hope that we can get the message back to whoever it is 
that put together this outlandish set of budget priorities that some- 
thing is wrong when we have to terminate such a modest program 
where the needs are so large. 

I apologize, Mr. Chairman, for going on at some length, but I do 
feel very strongly about the need to work in partnership with fed- 
eral, state and privr^ce sectors in addressing this very, very vast 
problem which is not getting smaller, but rather is c tting lai^ger 
in spite of our efforts. Surely it would be hard to find a better use 
for a tax dollar than to prevent child abuse and neglect. 

I appreciate the patience of the chairman for my comments this 
morning. 

Chairman Owens. The gentleman *s remarks very much need to 
be placed on the record. 

I think it is also in the line of that same comment that it is im- 
portant to note the fact that mechanisn^ > for funding of these trust 
funds from one state to another are quite different and in many of 
them quite uncertain. 

Louisiana almost lost its funding for its Challenge Grant Trust 
Fund. New Yo^k has a situation where each year it has to vote on 
it, and given the fact that there is a budget squeezo this year it is 
not ceitain that the funds that have to be appropriated at the state 
level will be appropriated, or the mechanisms used to collect the 
money will be allowed only for this purpose. 

If you remove the federal incentive, the federal stimulus, as tiny 
as it is, you are likely to have more difficulty in getting the state 
shares on a continuous, ongoing basis. 

I would like to just clarify one question I asked before. If you 
don't have the information now, we would like for you to submit it 
in writing. 

Since 1983 you have funded some grants in other programs, in 
other places within HHS. Grants have been made related to respite 
care. We would be interested to know what kind of evaluation or 
reviews have been done on those programs. 

I also would like to close with a general question. That is, there 
has been a 36 percent increase in child abuse and neglect fatalities 
between 1985 and 1988. Much of this is attributable to the great 
increase in drug abuse. 
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With this kind of escalating increase in child fatalities— deaths- 
does the administration have any kind of response? Is it concerned 
at all about its role, the federal government's role, in what is an 
obvious problem? 

Ms. Stewart. We certainly are very much concerned about child 
deaths. The actual number of children estimated that we know 
from the states who died of child abuse last year, I think, was 
about 1,200 children, which represents a small— but significant in 
terms of the lives of the children— increase in the past year. 

We have been looking at this with researchers in the field and 
others within the National Center at ways in which we can better 
understand how to predict the kind of adult behavior that will lead 
to child deaths. There is really not very much information on this. 

We are also looking with researchers and other people from CDC 
at ways m which we can have better protocols to, in fact, make 
better determinations, because there is a general feeling that there 
may be more children who die as a result of abuse but at medical 
examination their death is determined to be because of thp actual 
physical injury that they suffered. 

So there is a lot of work that needs to be done in this area, both 
J^ITj A*u^"^^^P responsibilities of the National Center on 

Child ^buse and others who are very concerned about this whole 
issue. 

Chairman Owens. Thank you. We will submit some additional 
questions in writing concerning these two very important pro- 
grams. 

We want to thank you for appearing. 
Ms. Stewart. Thank you. 

Chairman Owens. Our next panel consists of Mr. Phillip Strick- 
land, the founder and immediate past Chair of the Texas Chil- 
dren s Trust Fund; and Ms. Deborah Daro, D.S.W., Director of the 
National Center on Child Abuse and Prevention Research, Chicago, 
Illinois. 

Mr. Strickland, you may begin. 

STATEMENTS OF PHILLIP STRICKLAND, FOU/JDER AND IMMEDI- 
ATE PAST CHAIR, TEXAS CHILDREN S TRU: ; FUND; AND DEBO- 
RAH DARO, D.S.W., DIRECTOR, NATIONAL CENTER ON CHILD 
ABUSE AND PREVENTION RESEARCH. 

Mr. Strickland. Mr. Chairman, I am delighted that I have the 
pleasure of having won the lottery on the other side of this issue, 
tor earlier this week I was testifying to a Sena, committee in 
iexas on a highly controversial issue, and it is nice to be before a 
committee that is obviously very se»^«itive to this issue, an issue 
which I think basically should be considered a noncontroversial 
and certainly a nonpartisan issue. 

I am Phil Strickland. I was the first Chair of the Children's 
Trust Fund of Texas. I was one of the organizers of that Children's 
Trust Fund. 

J ^uMj^**^ "^^^^^ Fields, who is presently the Director of 

the Children s Trust Fund of Texas, who can help us with any 
questions that you might have. 
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I bring to ycu the perspective of one children*s trust fund and a 
word about what the Challenge Grant money has enabled us to do 
in that one particular state. 

Some of the people who will be before you today will urge you 
not only to reauthorize the Challenge Grant Program but also to 
increase the ceiling to $7 million to meet the required 25 percent 
match. 

The recommendation which I want to suggest to you this morn- 
ing is different from that. It is that the grant be reauthorized and 
that funding be authorized to $15 million in order to provide a 50/ 
50 match to the eligible state expenditures for trust funds. 

I make that suggestion for three reasons, because, number one, 
these funds deal with one of the most fundamental problems that 
we are facing in our society today. Second, these funds enable us to 
have a significant impact on child abuse prevention. Third, these 
funds provide a huge return on the investment, both economically 
and in the prevention of pain and suffering by our children. 

These funds do, indeed, deal with one of the most fundamental 
problems that we face in our society. What will life be like, for ex- 
ample, for our children in the year 2000? Do the signs point to chil- 
dren who are growing up happy and content and well cared for and 
challenged and the product of goc ^ education and good parenting? 

Will they grow up in a child-oriented society which is concerned 
about the mental, physical and spiritual health of our children and 
which is dedicated to producing healthy children? 

Or do the signs point elsewhere? Do they point to large numbers 
of children who live in intense poverty, receive marginal educa- 
tions and go home to abusive families? 

In 1986 by the accounting standards of HHS approxima^ jly 
1,584,700 children were confirmed by protective services in the var- 
ious states as being abused or neglected. That, as you know, is the 
tip of the iceberg. 

A large peicentage of abuse cases are never reported. If you take 
just the confirmed cases and project thnt over the next ten years it 
will mean nearly 16,000,000 cases of abuse in this country, even 
without figuring any increase in the rate of abuse That rate, how- 
ever, has increased from 9.8 children per thousand in 1980 to 16.3 
children per thousand in 1986, a 66 percent increase. 

The cost is very high. First and foremost, and we can't forget 
this, it is primarily high in the lives of children who suffer immedi- 
ate physical pain and often a lifetime of emotional pain as a result 
of the abuse. 

The societal cost of such abuse is also enormously high. Accord- 
ing to a recent report prepared by the Texas Department of Mental 
Health and Mental Retardation and the Texas Department of 
Human Services, 50 percent of abused children show poor school 
performance, 50 percent show low self-esteem, 33 percent chronic 
health problems, 20 percent experience learning disorders, 10 per- 
cent become self- destructive. 

Sixty-five percent of the inmates in the Texas Department of 
Corrections were abused as children. Sixty to eighty percent of the 
adult drug or alcohol abusers in that system were abused and 90 
percent of the murderers came from ab;isive families. 



EMC 



41 



Abuse causes poor school performance and dropouts. Ninety per- 
cent of Texas prison inmates are school dropouts. The state also 
makes a huge investment in simply trying to protect abused chil- 
dren. Funding for child protective services in Texas is currently ao- 
t)roximately $90 million a year. 

Even with that kind of investment, we are still critically short of 
case workers and are dealing primarily only with priority one and 
prK)rity two children in that particular system. 

Th3 research is very clear and very clearly substantiates the in- 
disputable connection between child abuse and all kinds of other 
social problems. The cost of failing to attend to the needs of our 
children is en enormous cost. The cost of treating our failures in 
inundating us. 

Our prisons are ovrerflowing. Drug crimes engulf us. Our mental 
hospitals are underequipped to handle the need. Our public health 
services are taxed beyond their capacities. Child abuse outraces our 
ability to respond and social services programs reel from overload 

We are investing huge amounts of money to treat our problems 
We are investu j very little to prevent them. 

Second, the funding which you have provided enables us to have 
a significant impact on child abuse prevention m Texas. Simply 
put, I suggest to you that we are talking here, not only in Texas 
but across our nation, about a program that is working. 

In Texas most of our funds go into local programs. We are limits 
ed to ten percent of our funds for both administration and for 
broad statewide initiatives. Texas has now received two years of 
matching funds, $155,000 the first year and $196,000 the second 
year. 

Some of the second year funds have not yet been obligated In 
spite of that, the federal challenge funds have enabled us to do the 
loliowing: 

One, to develop a public awareness plan. We have been able to 
develop a creative strategic plan to accomplish the goals for a 
public awareness campaign. This campaign includes a public serv- 
ice announcement on the dangers of shaking an infant, which 
many of you saw as you came in because it was being played on the 
monitc Ninety of those PSAs have been distributed and will begin 
to run in Texas in the next couple of weeks. 

An eleven-minute slide presentation will soon be available for 
use by council members and others to increase public awareness re- 
garding child abuse and neglect and what a community can do to 
help. 

Incidentally, we are also currently in negotiation with Boy 
bcouts in the Houston area, talking to them about the possibility of 
an interaction with their child abuse prevention efforts, utilizing 
both the resources of the Children's Trust Fund and the Boy Scouts 
ot America in that area and utilizing specifically the Challenge 
Grant money to do so. 

We have distributed press kits on child abuse all over the state. 
A sixteen-page definitive brochure on approaches to preventing 
chi abuse and neglect has been prepared for distribution. A child 
development poster which provides information to parents on child 
development and immunization schedule as supported by the 
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American Pediatrics Society has been developed for distribution to 
parents as they leave the hospital. 

The Children's Trust Fund of Texas has also developed a demon- 
stration project utilizing the Community of Caring curriculum de- 
veloped by the Kennedy Foundation. This is another avenue in 
which we have sought to leverage, as we speak, the funding which 
you have provided for us. A child abuse and neglect module for 
that curriculum was developed and completed by the Kennedy 
Foundation and the Yale Child Studies Center. Pilot projects are 
now being done in two cities in Texas. Other pilot projects will soon 
begin. 

We have done professional forums with the fun Is that you have 
provided^ Two professional forums have been held, bringing togeth- 
er national experts from across the country. The first of these 
forums looked at the issue of teaching life skills to children. The 
second looked at personal safety and adolescent parenting pro- 
grams. 

Thirty professionals attended each forum, those professionals 
from across the country, and the proceedings of those forums are 
going to be helpful to us in two -vays. First, they will provide us 
and other human services agencies and professionals with research- 
based evidence on which programs are most effective in preventing 
child abuse and neglect. Second, these forums are going to help us 
to establish effective minimum standards for programs which are 
funded by the Texas Children's Trust Fund. 

We have done technical assistance in evaluation and monitoring 
with the utilization of your federal funds. We have been able to 
expand our evaluation process. 

We are basically doing evaluation currently in three ways. Every 
program in Texas is internally evaluatid. Second, we have a gener- 
al evaluation of all of the programs Third, we have emphasis-relat- 
ed evaluations being done on groups of programs such as those 
which deal with hispanic children and those which deal witji teen- 
age parents. 

The funds have also enabled us to provide broad technical assist- 
ance to communities across the state that need help in developing 
their own child abu'se prevention programs, many of which did not 
receive any actual funding for those programs from the Children's 
Trust Fund. In other words, we have become in Texas an enormous 
resource to communities all over the state for how they can, in 
turn, establish their own child abuse prevention programs. 

In a nutshell, you are enabling us to increase enormously the ef- 
fectiveness of our Children's Trust Fund programs beyond the 
32,500 families and the 153,000 children which we served last year. 

Incidentally, we also have relied heavily on approximately 52,000 
hours a year of volunteer time that is being given through the 
trust fund programs in the state of Texas. 

Your federal Challenge Grant money has also allowed us to do 
some polling on child discipline attitudes which will give us valua- 
ble information regarding how to assist families in understanding 
effective discipline which does not harm the child. 

These funds, Mr. Chairman, provide a huge return on the invest- 
ment the federal government is making. In light of the impact that 
child abuse has on our society, I want to suggest to you that $15 
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million IS a minimum investment which the federal government 
should be making in trying to prevent this massive problem. 

- am suggesting that this Congress should put into child abuse 
prevention in this session approximately the same amount it has 
budgeted this year for Senate stationery, that we spend as much 
?QQr^ / -1?'!^ abuse as we put into the military budget for the 
199U UoodwiU Games, that cleaning up the abuse of our children is 
worth as much money as we set aside in the EPA budget for clean- 
ing leaking underground storage. This is at leaf as important as 
one SH-50 helicopter or one Super Stallion helicopter. 

Few investments are ultimately more important in this country 
than investing in the lives of our children. Few investments in the 
Uves ot our children are paying higher ultimate dividends than in- 
vestments in child abuse related programs through the Children's 
Trust Funds across this nation. 

I urge you not only to reauthorize the Child Abuse Prevention 
Federal Challenge Grants Act and to do as the initial legislation 
suggested to maintain these programs, but to consider doubling the 
match level to 50 percent and to funding it accordingly 

[The prepaied statement of Philip Strickland follows ] 
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TESTIMONY REGARDING REAUTHORIZATION OF THE CHILD ABUSE 
PREVENTION FEDERAL CHALLENGE GRANTS ACT ■PL98-473 

before the House Subcommittee on Select Education 

Thursday, April 6, 1989 

Phil Strickland 

I appreciate the opportunity to testify before you today 

regarding the reauthorization of challenge grants for 

Children's Trust Funds. I am Phil Strickland, director of 

the Texas Baptist Christian Life Commission. I was also the 

first chair of the Children's Trust Fund of Texas, and I also 

chair a broad coalition of approximately 50 organizations in 

Texas known as the CARE Coalition, which addresses child 

abuse prevention and treatment issues. I bring to you the 

perspective of one Children's Trust Fund and a word about 

what the challenge grant money has enabled us to do in one 

particular state. You will have other witnesses today who 

will be able to bring to you a more generic view of the 

impact of the federal challenge grants on trust funds in 

general . 

Some who will come before you today will urge you 
not only to reauthorize the challenge grant program, but also 
to increase the :eiling to $7 million to meet the required 25 
percent match. The recommendation which I am going to 
suggest to you is different: It is that the grant be 
rea-thorized and that funding be increased to approximately 
$15 million in order to provide a 50-50 match to the eligible 
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state expenditures for trust funds. I make that suggestion 
because I) these funds deal with one of the most fundamental 
problems that we are facing in our society 2) these funds 
enable us to have a significant impact on child abuse 
prevention and 3) these funds provide a huge return on the 
invesment, both economically and in the prevention of pain 
and suffering by our children. 



These funds deal with one of the most fundamental 
problems that we face in our society. What will life be 
for our children in the years to come? Do the signs 
point to children who are growing up happy, content, well 
cared for, challenged, the products of good education and 
good parenting? Will they grow up in a child-oriented 
society which is concerned about the mental, physical and 
spiritual health of our children and which is dedicated 
to produce healthy children? 

Or do the signs point elsewhere? Do they point to large 
numbers of children who live in intense poverty, receive 
marginal education and go home to abusive families? 

In 1986, by the accounting standards of HHS, 
approximately 1.584,700 children were confirmed by 
protective services in the various states as being abused 
or neglected. That, in turn, is the tip of the iceberg. 
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A largo percentage of abuse cases are never reported. 
If you Just take the confirmed cases and project that 
over the next ten years, it wiT mean nearly 16 million 
cases of abuse in this country, even without figuring any 
increase in the rate of abuse. That rate, however, has 
increased from 9.8 children per thousand in 1980 to 16.3 
children per thousand in 1986, a 66 percent increase. 

The cost is high. First and foremost, it is hinh in the 
lives of children who suffer immediate physical pain and 
often a lifetime of emotional pain as a result of the 
abuse. But the social cost of such abuse is also 
enornously high. According to a recent report by the 
Texas Department of Nental Health and Nental Retardation 
and the Texas Department of Human Services, 

50 percent of ahused children show poor school 
performance 

50 percent show low self-esteem 
33 percent experience chronic health problems 
?0 percent experience learning disorders 
10 parcertt become self-destructive 
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Sixty-five percent of the inmates in the Texas Department 
of Corrections were abused as children. Sixty to eighty 
percent of the adult drug or alcohol abusers were abused, 
ajd ninety percent of the murderers come from abusive 
families. Abuse causes poor school performance and 
dropouts. Ninety percent of Texas prison inmates are 
school dropouts fChlldren : Choices and Changes . Hogg 
Foundation for Mental Health, Austin, Texas, 1988, page 
70). 

Recent studies of the patients who are in psychiatric 
hospitals or psychiatric clinics and community health 
centers indicate that nearly one-half give histories of 
varying degrees of neglect or abuse in their early lives. 

The state also makes a huge invest^ient in simply trying 
to protect abused children. Funding for child protective 
services in Texas is currently approximately $90 
■illion per year. Even with that investment, we are 
still critically short of caseworkers. 

One needs only read the 1987 Massachusetts Committee for 
Children and Youth Report Preventing Child Abuse: A 
Resource for Policy makers and Advocates , to find the 
research which clearly substantiates the indisputable 
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connection between child abuse and a myriad of other 
social problems. The cost of failing to attend to the 
needs of our children is enormous. The cost of treating 
our failures is inundating us. Our prisons are 
overflowing, drug crimes engulf us, our mental hospitals 
are underequi pped to handle the need, our public health 
services are taxed beyond their capacities, child abuse 
outraces our ability to respond, and social services 
programs reel from overload. 

We are investing huge amounts of money to treat our 
problems. We are investing little to prevent them. 

2. The funding wh ch you have provided enables us to 

have a significant impact on child abuse prevention in 
Texas. Simply put, we are talking here about a program 
that works. In Texas, the legislature has developed such 
confidence in this program that it is now looking for 
other ways to provide additional funds to the p.-ogram. 
Children's Trust Fund programs are working. 

In T as, most of our funds have to go into local 
prog.ans. We are limited to ten percent of our funds 
for both administration and for broad, statewide 
initiatives. Texas has now received two years of 
matching funds, $155,000 the first year and $196,000 the 



49 



6 

second year. Some of the second-year funds have not 
yet been obligated. In spite of that, the fjderal 
challenge funds have enabled us to do the following: 

1) Develop a public awareness plan. We have been able to 
develop a creative, strategic plan to accomplish the 
goals of a public awareness campaign. This campaign 
includes a public service announcement on the dangers of 
shaking an infart. How many of you were aware that 
shaking a very young infant can cause serious physical 
harm? Ninety PSAs nave been distributed and will begin 
to run in Texas in the next couple of weeks. 

An eleven-minuts slide presentation will soon be 
available for use by Council members and others to 
increase public awareness regarding child abuse and 
neglect and what a community can do to help. 

Five hundred press kits have been distributed. 

A 16-page definitive brochure on approaches to preventing 
child abuse and neglect has been prepared for 
distribution over the state. 

A child development poster which provides information to 
parents on child development and an immunization schedule 



r 



so 



7 

as supported by the American Pediatrics Society ha^ been 
developed for distribution to parents as they leave the 
hospital . 

2) Adolescent parenting. The Children's Trus* Fund of 
Texas has developed a demonstration project utilizing the 
Community of Caring curriculum developed by the Kennedy 
Foundation. A child abuse and neglect mod ie for that 
curriculum was developed and completed by the Kennedy 
Foundation and the Yale Child Studies Center. Pilot 
projects are now being done in two cities in Texas. 
Other pilot projects will soon begin. 

3) Professional forums have been conducted with these 
funds. Two professional forums have been held bringing 
together national experts from across the country. The 
first of these forums looked at the issue of teaching 
life skills to childre.., the second looked at personal 
safety and adolescent parenting programs. Thirty 
professionals attended each forum, and the proceedings of 
those forums will be published. The forums will be 
helpful i,i two ways. First, they will provide the 
Children's Trust Fund and other human services agencies 
and professionals with research-based evidence on which 
programs are most effective in prtvcnting child abu^e and 
neglect. Second, they wiU enable us to establish 
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effective minimum standa»*ds for program? funded by the 
Children's Trust Fund. 

4) Tech;:'rai assistance, .valuation and monitoring have 
also been erhanced by the utilization of these funds. We 
Nave >3en cDle to expand our evaluation process^ with 
general evaluations being done of all CTF programs aid 
specific evaluations being done of groups of pro-ams 
such as those which deal with Hispanic children and those 
which deal with teenage parents. The funds have also 
enabled us to provide technical assistance in communities 
acrc:.s the state that need help in developing th'»ir cwn 
child abuse prevention programs^ many if not most of 
which receive no actual funding from the Children's Trust 
Fupd. In other words, you are e .bling us to increase 
^norsiously the effectiveness of our Children's Trust Fund 
programs beyond the 32»482 families and the 153,313 
children which we served last year. The child abuse 
expertise of the Children's Trust Fund is being shared 
with numerous groups across the state which, in turn, are 
implementing their own prevention programs. 

5) Polling on child discipline attitudes is also being 
done utilizing the challenge grant funds. This poPinq 
will give us valuable information regarding how to assist 
families in understanding effective discipline which does 
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not harm the v ild . 

3. These funds provide a huge return on investment, both 
economically and in the prevention of pain and suffering 
for our chi Idren . 

In light o*' the impact that child ause has on our 
society, I suggest that $15 million m a minumum 
investmenc the federal government should be making in 
trying to prevent this massive problem. I am suggestitg 
that this Congress put into child abuse prevention in 
this session approximately the same amount it has 
budgeted this yeat for Senate stationery; that we spend 
as Biich preventing child abuse as we put into the 
■ilitary budget for the 1990 Good Will Games; that 
<:leining up the abuse of our children is worth as much 
uoney as we set aside in thp EPA budget for cleaning 
leaking underground storage. This is at least as 
important as one SH-60 helicopter for the Navy or 
one "Super Stallion" helicopter for the Marines- 

Few investments are ultimately more important in this country 
than investing in the lives of our children. Few investments 
in the lives of our children are paying higher ultimate 
dividends than investments in child abuse related programs 
throiiqh the Children's Trust Funds across this nation. I 
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Chairman Owens. Thank you. Ms. Daro? 

Ms. Daro. Thank you very much. I want to thank the committee 
for holding this hearing and for giving me an opportunity to ad- 
dress them this morning. 

I found the comments made this morning already very refrosh- 
ing. You are all excellent advocate? for prevention. I think it is en- 
couraging that I can sit in the audience and I don't know party af- 
filiation without a score card. It says to me i^.iat child**en are be- 
coming a real unifying force in Congress and I am excited about 
that. 

For the past two years it has been my privilege '.o really work 
with the Trust Funds and I have come to respect both the staff of 
the Trust Funds for their unique and very important focus on pre- 
vention as well as the role each of those funds play in developing 
strong prevention networks within their state. 

I want to talk briefly this morning about three things. I want to 
talk about the growth of these funds and what it has meant for the 
kinds of prevention programs that are now available in communi- 
ties around this country. I want to talk about the federal Challenge 
Grants and what it has really meant in furthering the goal of pre- 
vention, and finally the importance of sustaining a federal role at 
this time. 

As you know, since 1980 funds have been established in forty- 
seven states. Twenty-eight of these states have passed it in the last 
five years. Approximately $21 million was spent last year to sup- 
port 1,200 programs around the country. They represent the con- 
tinuum of prevention services, and that i"> 'ery important to keep 
in mind. 

There is no one prevention program out there. There is no one 
program that is g ng to solve the problem of child abuse. What we 
need is a great deal of diversity and a great deal of flexibility as we 
look to each community and decide what exactly would you need in 
your area to prevent child abuse. 

The Trust Fundt^^ allow that kind of diversity to happen and to 
grow. In addition to expanding that program diversity, the Trust 
Funds have also contributed significantly to our knowledge base 
about what works with prevention. 

Prevention is hard to prove. It is probably one of the most diffi- 
cult issues we face and I face as a researcher. One of the things 
that is encouraging about the Trust Funds is that it really gives us 
a natural experiment, if you will. Those 1,200 programs are out 
there and the Trust Fund administrators want to know what is the 
most effective program with what kinds of people. 

It moves us further. It helps our planning process. We are not 
just shooting in the dark, if you will, but we are building on some 
credible evidence about what kinds of urograms work best with 
what kinds of families. 

Second, there are questions about how the Challenge Grant 
money has been used. Some have said, well, are we just putting it 
into a big pot of money and is it getting absorbed with all the other 
state efforts? 

I think there are at least two unique ways in which these Chal- 
lenge Grants have furthered the Trust Fund growth and develop- 
me. t. 
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About 50 percent of the states, as we look at how they spend tho 
Challenge Grant monies, do in fact use that money to augment 
their existing direct service application program. In oiher words, 
they are able to provide more services to more people along the 
lines they had hoped to be able to do that. 

It is important to keep that in mind because so many of the 
funds just simply don't have the resources to fund all of the needs 
thev are able to identify, so the federal Challenge Grants are really 
making services available to more people than vould otherwise be 
possible. 

Second, the other 50 percent of the funds have really pushed 
beyond their initial parameters. You have given the funds an op- 
portunity to grow in a unique way, a way that simply wouldn't be 
possible if there wasn't a federal presence. 

Some states have used the money to develop new service initia- 
tives, to try to move in an area where their state maybe hadn^t 
been as comfortable mo^dng in before there was federal money 
available. 

Others have been able to develop greater public awareness ef- 
forts simply to let members of their state and members of the com- 
munity know more about the Trust Funds as well as about preven- 
tion in general, and finally, as Phil was saying, in the state of 
Texas, to really further the advancement of the field, to hold 
forums, to begin to push our knowledge further along than we had 
been able to to date. 

For me, most importantly, the federal challenge grant money has 
been used to really enhance management and efficiency in the op- 
erations of the Trust Funds. Again, as Texas and many other states 
have, they have strong ceilings on what can be used for administra- 
tive costs. That means that there is not ah much money for moni- 
toring, for tracking, for training providers a^ the state might ideal- 
ly like. 

The fact that the federal money is there means that these are 
the best programs possible that are being delivered for prevention 
today. I think that bodes well. When states have looked at how 
many of their programs are still around after they are no longer 
able to fund them, they find retention rates of 80 to 85 percent of 
these programs. 

As someone who has evaluated federal demonstration programs 
for most of mv professional life, I can tell you that that kind of re- 
tention rate aoesn't exist in a program that is simply funded and 
supported with federal funds. When a program is invested at the 
local level and the state level, those programs are artund for years 
to come. 

So you have done such a good job that some people are saying, 
well, maybe you don't need to do ar thing more. Well, clearly I dis- 
agree with that, and 1 think from what I have heard this morning 
you all disagree with it also. 

I would like to point out three reasons why I think the federal 
Challenge Grant should be continued, and I would underscore 
Phil's suggostion that they be expanded. 

First, the Trust Funds, while growing — the resources available 
for expansion are still woefully inadequate. The funds report to us 
that they are able to fund no mere than 50 percent of the applica- 
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tions that they receive. In some states that funding rate is as low 
as eight percent. 

It is not that these are bad programs. It is simply that they don't 
have the resources avaUable to support the innovative ideas that 
people in the field are coming to them with. Filling this unmet 
need, I think, requires both state initiatives as well as federal ini- 
tiatives. 

Second, I think the Challenge Grant model, ... my mind, the way 
one would want the federal government to work. Child abuse is a 
local issue. The particulars of how to prevent child abuse most cer- 
tainly need to be designed at the local level, but providing leader- 
ship and resources to see that states move in that direction is clear- 
ly '\ federal responsibility. 

For a very small investment the federal government is able to 
see growth in an area that I think everyone would agree is most 
necessary. 

The Challenge Grants offer more than financial independence. 
They tt.l people, public corporations, state legislatures simply that 
it is important to focus or. prevention. It is important to offer these 
services. It models a leverage of funding, if you will, that many of 
the Trust Funds have taken to heart and do in their own communi- 
ties. 

Th'^^re are partnerships between Trust Funds and educational in- 
stitutions, Trust Funds and health care prc/iders, between Trust 
Funds and corporations. That kind of modeling is exactly the sort 
of thing we like to see happen and continue. 

I think ending the federal support at this point would endanger 
that kind of levernging from continuing and would be particularly 
herd felt among tne Trust Funds that are new and have relatively 
few resources. 

Finally, the Challenge Grants help states sustain a focus on pre- 
vention and that is most unique. As many of the members talked 
about this morning, the state of child welfare is a sad state today. 
Child abuse reports are up. Child abuse fatalities are up five per- 
cent — thirty-six percent since 1985. 

We are extraordinarily concerned about that. The demands of 
current victims will always tug at our heart strings. It is very hard 
to turn your back on an abused child, an abandoned child, but if 
we are going to make effective progress we really need to begin to 
look to prevention, and that is where the Challenge Grants really 
do send a message, that prevention is important. It says to the fiela 
that if we are not doing prevention we are missing the boat in a 
very important wa>. Elimination of the Challenge Program or a re- 
duction in its scope might well convey a message to local and state 
legislators that prevention is no longei a crediWe to confront child 
abuse. 

Forty-five percent of the resources the Trust Funds have come 
from state appropriations, so although the private sector is certain- 
ly doing its role, we need state legislatures to continue to vote for 
the message of prevention. 

If we were to take a position of eliminating the Challenge 
Grants, we might well endanger our capacity to make any signifi- 
cant headway in reducing child abuse and neglect in the coming 
decade. 
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In man; respects child abuse follows the pattern of a disease. If 
left unattended, even minor disorders can mushroom into serious 
disorders with serious, sometimes fatal, consequences 

Certainly prevention is difficult. I have talked about the difficul- 
ty of measuring prevention. It is almost difficult, as some would 
say, to do good— the limits of benevolence, as one author once 
wrote. 

Despite these very real problems, the course is one that must be 
pursued by both the state and federal levels. Intervening after a 
child has suff^ered is simply too late for that child, for that child's 
tamily or for a society that cares about its future. 

Thank you. 

[The prepared statement of Deborah Daro follows:] 
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Written Testimony Prepared by 
Oeborah Daro DSW 
Director, National Center on Child Abuse 
Preve:»tion research 
for the U.S. Hovse of representatives 
Committee on Education md Labor 
Subcommittee on Select Education 
Thursday, April 6, 1989 

Children's Trust and Prevention Funds: 
The Importance of Sustaining FedeJul Incentives 

OVERVIEW 

The Children's Trust and Prevention Funds are state level 
governmental organizations which establish permanent funding 
mechanisms for child abuse prevention programs at a community 
level. Formed by state legislation, these funds create an 
opportunity for local communities to assume responsibility for 
the prevention of child abuse by providing needed expertise and 
funding. In many states, these funds represent a significant 
source of f•'^uing for those programs providing primary and 
secondary prevention services. 

Since 1986, these state initiatives also have been supported 
through the Child Abuse Prevention Federal Challenge Grant (PL 
98-473) which provides for up to a 2b% match for the prevention 
monies collected by the state. The purpose of this funding, as 
stipulated in the legislation, is "to encourage states to 
establish and maintain trust funds or other funding mechanisms 
including appropriations to support child abuse and neglect 
prevention activities." Over the past three years, the Federal 
Challenge Grants have served this purpose as demonstrated by the 
grov»1:h and expansion of trust and prevention funds nationwide. 
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The purpose of this written testimony is to provide an overview 
of this developmental process, to highlight the current scope and 
activities of these funds, and to outline the contribution trust 
and prevention funds offer the broader field of child abu='> 
prevention research. The final section addresses the major 
challenges the trust funds face in the coming decade and the need 
for continued Federal leadersnip in this area. 
BACKGROUND AND STRUCTURE 

The idea of a children's Trust Fund was conceived in the 
late I970's by Dr. Ray Heifer, a pediatrician nationally 
recognized in the field of child abuse. Dr. Heifer designed the 
funds as a way of securing support for prevention efforts in an 
era of diminishing governmental budgets and increased scrutiny of 
public responsibilities, since 1980, advocates for child abuse 
pr »ntion have established trust and prevention funds in 47 
states. Tv/enty-eight of these funds have been enacted in the 
past five years (e.g. 1984 - 1988) . ^ 

The majority of children's Trust and Prevention Funds 
incorporate innovative funding models utilizing a variety of 
public and private sources. The most common public sources 
in'.iude appropriations, state income tax check-offs, increased 
fees on marriage licenses, birth certificate surcharges, 
increased cost of divorce filings, increased fees on death 
certificates, and the opportunity to design and develop heirloom 
birth certificates for sale. In addition to these mechanisms, 
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over one-third of the funds receive direct donations from private 
sources • 

The governing boirds of the trust and prevention funds are 
intended to create public-private partnerships within the states 
they serve. Board members generally include representatives from 
those governmental agencies working to prevent child abuse and 
neglect such as education, social services, mental health, law 
enforcement, and criminal justice. In addition, private citizens 
are appointed by the governor and legislative leadership of the 
state. The responsibilities of the boards vary from state to 
state, including either or both advisory or administrative 
duties. 

In addition to supporting the expansion of local child abuse 
prevention se'-vice systems, the funds have created new 
opportunities for applied research. Formal program evaluations 
are recjuested fror. the grantees by the majority of fund 
administrators. At present, over three-quarters of the fully 
funded and operating trust and prevention funds are actively 
encjaged 'n program evaluation activities. In some instances, the 
findinas from these efforts are used to guide future funding 
dccisjons or to identify specific areas which programs need to 
strengthen in order to e.^hance outcomes. Beyond this immediate 
use, these evaluative efforts offer a critical resource to the 
broader child abuse prevention community. By documenting the 
utility and limitations o" multiple prevention strategies, the 
trust and prevention fundu offer the field a much needed 
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experimental laboratory for highlighting saccessful client level 
strategies as well as modeling potential systemic changes. 
CURRENT FUNDING LEVELS AND ACTIVITIES 

For the past twc years, the National Committee for 
Prevention of child Abuse (NCPCA) has facilitated communication 
among trust and prevention fund administrators through annual 
surveys of their efforts and ongoing conference calls. The most 
recent survey was conducted in September, 1988. All trust and 
prevention fund administrators were sent a mail questionnaire 
soliciting information regarding their fund's structure, revenue 
sources, size and expenditure patterns. Follow-up telephone 
contacts with all respondents were . ^ie to maximize the response 
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At the time of the 19 88 survey, four of the 4 6 authorized 
funds had not yet rais.i revem es and an adaitional threi. had not 
yet distributed any resources. 2 Forty-two of the state 
administrators surveyed provided the majority of the revenue and 
expenditure information requested. However, only a sm^ll number 
of administrators (12) were able to consistently document the 
number of service units provided or the number of individuals 
served as a result of fund activities. 

Collectively, the Children's Trust and Prevp.rion Funds 
raised over $27 million in FY 1988 through a variety of funding 
mechanisms. This figure represents a 17% increase over the 
documented FY 1987 revenue levels and is significantly larger 
than the 3% incree.se in reports of child abuse noted during the 
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same period.^ Almost 4 5% of these prevention dollars are 
generated through direct appropriations from state legislatures; 
20% of the dollars are generated by surcharges on existing filing 
fees such as birth certificates and marriage licenses; and 15% of 
the dollars are generated through income tax check-off systems. 
The balance of funding (21%) is obtained through other sources 
such as private donations or interest income. Of the 42 states 
covered in the si vey, only 14 utilize a single funding source, 
most commonly direct appropriations or an income tax check off. 
The majority of the funds rely upon multiple funding souices, a 
strategy viewed as offering greater opportunity for expanded 
revenues and for insuring that the viability of the fund is not 
threatened through a sudden disruption in a given rev en' i source. 

A toval of 39 trust fund administrators provided detailed 
expenditure data. Based on these data, over $21 million was 
allocated in FY 1988 to support more than 1,200 programs, over 
20% more programs than were funded the previous yeat . The 
distribution of these programs by prevention service category is 
as follows: 



28% are parenting educaf'^n programs, over 40% of which 
directly target teeny, 

21% are life skills training for children and young 
adults, three-quarters of which provide child assault 
prevention instructions to children and one-quarter of 
which provide interpersonal skills training or pre- 
parenting training for teens. 
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• 12% are suppoit programs for new parents. 

• 8% are public information and educational programs 

• 8% are services for abused and neglected children. 

• 7% are self-help groups and other neighborhood support 
programs. 

• 4% are crisis intervention services including telephone 
hot lines, respite care programs, and crisis 
counseling. 

• 4% are public awareness campaigns, including the 
development of public service announcements. 

• 8% are other types of prevention services including day 
care, program evaluation, and community development 
efforts . 

In addition to state funds, the Federal Challenge Grants 
distributed almost $4.8 million to 43 states in 1988, a slight 
decline from the 1987 distribution levels. These grants ranged 
from a high of over $956,000 to California to a low of less than 
$5,000 to west Virginia. Approximately 50% of the states 
receiving these funds have used these resources to augment the^r 
existing direct service grants program. In these cases, federal 
funds have allowed states to provide more services in a greater 
number of communities than would have been possible with merely 
state-raised revenues. The remaining recipients utilized the 
federal funding to establish new direct service initiatives, to 
enhance their public awareness efforts, or to improve their 
planning and management activities. Specifically, Federal 
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Challenge Grant monies have been used to support the production 
of public service announcements; the development and 
dissemination of parenting materials; the conduct of special 
interest forums to explore new prevention options; and the 
establishment of statt-wide child abuse prevention networks. 
Many trust fund administrators also have relied upon federal 
support to provide the necrssary resources for monitoring and 
facilitating the exchange of information among their grantees and 
for conducting comprehensive program evaluations. This approach 
has been particularly critical in states which place strict 
ceilings on the percentage of funding which may be used for 
administrative purposes. In short, federal support has allowed 
local funds not only to expand their direct service opportunities 
but also to explore innovative program and management 
opportunities . 

CONTRIBUIIONS TO THE BROADER RESEARCH COMMUNITY 

Child abuse trust and prsventlon funds offer each community 
in this country a tangible revenue source for expanding primary 
and secondary prevention efforts. Beyond this critical local 
function, however, the funds serve as an excellent resource for 
the broader research community. In addition to expanding 
services, the funds offer a unique opportunity to contribute to 
our collective wisdom on how best to prevent child abuse. 

Since their initiation, the trust and prevention funds have 
incorporated research and evaluation efforts into their on*' ...ng 
operations. The primary users of these efforts include state 
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planning units, city or county level plannirg u .its, prevention 
service providers, and zhe general child abuse prevention field. 
Each of these users have different informational needs, state 
and local service planners are in the bu^tiness of allocating 
scare resources among competing users. For them, the critical 
question is what program models offer th'^^ best opportunity to 
prevent child maltreatment. The choices may be among progrdms 
targetmrt the same c] lent population or service ob:iectives, such 
as group-based versus home visitor parenting programs, or among 
prograns traveling very different prevention paths, such as 
parenting programs ve-sus child assaul^ prevention instructions. 
To assist planners in making these choices, evaluative data is 
most useful when it assesses program performance in terms of a 
common set of outcome measures. 

In contrast, providers are more interested jn knowing that 
their efforts are successful and that the proceaures they are 
following adhere to prevailing notions of "best practice." The 
outcome variables xdentified in studies designed for specific 
service providers reflect the attitudes or behaviors a given 
program has targeted for change, such evaluations c>re generally 
less concerned with comparing a program's performance in terms of 
the success achieved by other types of programs. These 
evaluative efforts also place special emphasis on documenting the 
service delivery process in order to deter-ine the extent to 
which an individual client's experiences parallel what providers 
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believe to be the most effective method for engaging and working 
with at risk fan'ilies. 

Finally, the broader child abuse pre/ention field has need 
for a wide range of programmatic and evaluative inrormation. 
Like local an--' state program planners, *"he prevention comirunity 
is eager to learn which programs significantly reduce the level 
of risk for abuse or neglect. Of particular importance 's the 
identification of pro'jrams which can easily be replicatea across 
the country. Programs which are successful but which are linked 
to a unique set of qualifying conditions are of less utility to 
the prevention field than they 2re to «.he specific communities in 
which they operate. 

Beyond these program specific issues, the trust and 
prevention fundb can contribute to the field's collective 
knowledge in at least three additional ways. First, these 
efforts can identify evaluation strategies which effectively 
utilize various administrative data sources. In determining 
immediate and longer term impacts of prevention services, client 
progress can be monitored not only through direct loiiow-up 
>-<jessir.ents with families but also by tracking clients through 
existing data sources maintained by state and local health, 
education and welfare departments. Because each trust and 
prevention fund is located within their state's bureaucracy, fund 
administrators generally have better ac ess to these data than 
programs located outside this structure. Second, the trust and 
prevention funds can encourage their grantees to test tne 
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appropriateness of a wide range of standardized assessment tools 
for child abuse prevention programs. In those cases where 
accurate measures of program outcomes are not available, the 
funds offer the research community an opportunity to work with 
practitioners in developing useful and reliable alternatives 
Finally, trust anJ prevent' funds which operate an active 
evaluation component can c trate for the field how evaluitive 

data can be effrjctively integrated into prevention program 
planning, such data can be used in determining future funding 
priorities or program guidelines ?s well as in guiaing the 
replication of promising strategies throughout a state. 

The identifica ion of promising ^.^evention strategies, the 
development of more appropriate assessmt^nt measu-^s, and the 
identification of key fac 3 to consider when repiicating a 
program are among the contributions research funded by the trust 
and prevention funds offer the fieid in general. Further, this 
research can serve as a catalyst in identifying changes within 
broader welfare, health, and educationaj systems such that these 
inst tutional forces strengthen their contribution to the overall 
child abuse prevention service continuum. 

Accomplishing this research mission under cvrrer:: fiscal 
consi dints is a meior challenge. Two factors are key to the 
ability of funds to meet this challenge: l) determining clear, 
measurable objectives which will govern all funding decisions; 
and 2) enha ring the capacity of individual grantees to assess 
their performance, "^hile contracting with research or program 
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evaluation specialists will offer most states much needed access 
to expert input into the evaluation process, continued reliancs 
on these experts will significantly reduce the funds available 
for direct services. Such experts are best used on a 
transitional basis for the development of new assessment measures 
and more complex, malti-program evaluation designs. Ideally 
maintenance of these systems should gradually be transferred to 
the trust and prevention fund staff. Success lies not in the 
development of separate program and research agendas but rather 
in the integration of these two fields s^^ch that each is 
regularly informed and shaped by the other. The Children's Trust 
and Prevsntion Funds offer an excellent opportunity to realize 
this objective, particularly if present federal assistance and 
leadership in this area continues. 
FUTURE CHALLENGES 

As the trust and prevention fund administrators face the 
coming decade, they must overcome at least thx'ee challenges in 
sustaining th growth and singular comimtment to prevention. 
First, resources, while growing, remain woefully in^».dequate in 
most states. Each year, tru^jt and prevention fund administrators 
are unable to support thousands of qualified r-'^ograms in their 
respective states due to a lack of adequate resources. States 
are generally able to fund no more than 50% of the requests they 
•receive. In "iome states, this figure is as low as 8%. Filling 
these unmet service needs will require not only expanded local 
initiatives but also sustained federal support. Because the 
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average trust and prevention fund grant is less than $25,000, 
even small revenue increases can have notable impacts on 
available service levels. 

Second, responsibility for raising the revenues necessary 
foe effective child abuse prevention cannot lie solely „ith the 
trust and prevention funds, child abuse prevention is a tall 
order and one which will require a diversified public and private 
revenue source. Following the model of incentive fundm, 
implicit in the federa] challenge grants, local trust and 
prevention funds have expanded iheir influence by using their 
limited funds to leverage additional revenues from local health 
^nd education agencies as well as corporate leaders. Trust funds 
have been successful in securing a greater empnasis on prevention 
from local hospital administrators, school superintendents, and 
public health care providers. Further, corporate support has 
played a key role in establishing effective public-private 
partnerships in a number of states. Continuation of the 
challenge grants serves as a vital role model for states to 
fellow in identifying creative revenue enhancement measures. 

Finally, sustaining a unique focus on prevention in light of 
a growing number of serious child abuse cases is problematic. 
A31 things being equal, the practical and emotional demands of 
present victims will always exceed the more amorphous b .t more 
rational appeal of prevention. child welfare agencies m this 
country face increasing number of reports with fixed or declininc, 
revenues. Nationwide, more than 2.2 nillion child abuse reports 
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were filed in 1988, a figure whic">> translates into over 250 
reports every hoar. For the past turee y^ars, over three 
children a day have been identified as fatal victims of 
maltreatment. Unfortunately, increasing reports and child 
fatalities have not resulted in increased revenues for child 
protective services. In 1988, only 12 states received increases 
in their child welfare budgets and the majority of these funds 
merely provided for rost of living increases. Such stable or 
declining revenues have meant fewer workers, larger caseloads and 
fewer services for the victims of maltreatment.^ 

While the opportunities for success and cost savings are 
significantly greater through prevention than treatment avenues, 
the painful realities of having too few services for present 
victims endangers the ability of trust funds to continue their 
emphasis on prevention.^ It is in this respect that the federal 
challenge grant program offers its most sigr.ificant contribution. 
Over and above the dollars provided to the states, the challenge 
grant legislation signals clear support for prevention among our 
nation's leadership. Elimination of tnis program or a reduction 
in its scope might well convey the message to local anu state 
legislators ^-hat preven-^-'on is no longer a credible way to 
confront the child abuse problem. Unfortunately, such a position 
would endanger our capacity to make any significant headway in 
reducing child abise and neglect r»tes. In many respects, child 
abuse follows a deveioprienta' pattern not unlike that of a 
disease. Left untreated even minor symptoms and discomfort can 
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mushroom into serious, even fatal disorders, child abuse will 
not be reduced by defining away its existence. It will be 
eJfectively educed on3/ through a systea of early incerventions 
which help parents before they develop abusive and neglectful 
behaviors. Certainly prevention has its difficulties — the 
potential stigma associated with being classified as "at risk", 
the difficulty in measuring impacts, and the general difficulty 
of doing good or the limits of benevolence. Despite these very 
real problems, the course is one which must be pursued at both 
the state and federal levels. Intervening after a child has 
suffered is simply too late for the child, for the family and for 
a society which values its fjture. 
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Chairman Owens. Thank you both. 

Ml. Strickland, I understand you have a plane to catch, so why 
don't I just ask you a couple of questions first. 

We have the odd phenomenon hp'-e that an investment has been 
made that is paying great dividends, and so they want to withdraw 
the investment. People don't behave that way anywhere else except 
in this administration. 

You have a very successful program and I congratulate you on 
your enthusiasm and thoroughness in your nresentation, but cer- 
tainly your enthusiasm, Tm sure, went intc the program and is 
part of the reason you have such a successful program Texas. 

What would be the damage if the federal contribution was with- 
drawn? 

Mr. Strickland. Immediately, $250,000 in the practical sense, 
which translates into many of the things that I have been talking 
to you about. 

If this federal program were withdrawn, you would see the 
public awareness program basically scratched. We would not do a 
statewide public awareness program. You would see tl ^ evaluation 
process of the programs and that which we are learning from the 
evaluation process drastically cut back. You would see the research 
forums eliminated. You would see the technical assistance that is 
going to communities all over the state of Texas right now basical- 
ly eliminated because the funding is not there for any of those pro- 
grams under t^ e state dollars. 

I think tht. j is another effect, though, and that is perhaps 
rather than just those very specific practical things. That is that 
you would be sending a very significant message f/om the federal 
governments to the stale governments that v/e do not think this 
really is a priority. 

We are having to hang in there to continue in a time of tight 
dollars even in the state of Texas— particularly in the state of 
Texas. We are having a c mtinual battle, as most states are having, 
to see that these programs continue to be well funded. 

We don't need the message coming from the federal government 
to the states that we no longer consider this to be a real priority. 
This is best going to be done as a federal, state and local kind of 
partnership, a partnership which this administration and the pre- 
vious administration have talked about at great length. 

I agree with Deborah that this may be one of the outstanding ex- 
amples of that partnership working, where we have a tremendous 
number of match dollars, both in-kind dollars and actual real dol- 
lars, being invested at the local level and then you have the invest- 
ment of the state with the federal government. 

Your state funding is still fragile It needs to be backed up and 
underwritten in a sense by the federal government saying this is 
indeed a priority. 

Chairman Owens. You mentioned several times ev^ 'uation, that 
you have an internal evaluation of each program, et cetera. 

Could you expand on that a bit? For the benefit of other pro- 
grams as well, what approaches are there that can help us to prove 
the cost effectiveness of the program? 

Mr. Strickland. Child abuse prevention is a new science, first of 
all. We are still learning a lot We don't want to be out there 



r 



73 

^: j|nding doMars, particularly very limited dollars, because we are 
talki.-^ about very limited dollars, on thingr that don't work 

So wt have ^^it in Texas, and I think th- t is the feeling shared 
by many of the other Trust Funds, that one of the priorities is a 
kind ot consistent flow of evaluation to determine as clearly as we 
possibly can what programs are most effective in ultimately accom- 
plishing what we are trying to accomplish, and that is some chil- 
dren that are not beiiig abused that would have otherwise been 
abused. 

In Texas there basically are three levels of evaluation. First of 
all, when programs submit an RFP or respond to the Request for 
Proposals, they are asked to include in their proposal a program of 
evaluation, a procedure for evaluation, pf their own program. That 
IS one of the primary grading ingredients when we grade the par- 
ticular proposals that are made. We look at what kind of evalua- 
tion process they are setting uo. 

Second, we have done an outside evaluation of all of the pro- 
grams of the Children's Trust Fund, a kind of generic overall eval- 
uation, program by program, to see which ones of them seem to be 
tunctioning well and seem not to be functioning well. 

Thirdly, as I mentioned, there is evaluation grouped around basi- 
cally emphasis areas such as~we have looked at the programs that 
deal With antivictimization, to see which of these prot^rams which 
of these antivictimization programs, seem to be get ng the best re- 
sults. Programs dealing with hispanic children, programs dealing 
With teenage parents--we are trying to look at them by subject 
matter, as well. 

All of that is apart from the regular reporting procedure and the 
kind of built-in technical evaluation that goes on as to whether or 
not they are actually living up to the contract. 

Chairman Owens. Thank you very much. If you have more time, 
you might want to participate in answering the next two questions 
1 have for Ms. Daro, which do relate to the same poinl of evalua- 
tion and justification and cost effectiveness. 

You say in your testimony that the painful realities of having too 
tew services for present victims endangers the ability of Trust 
l«unds to continue their emphasis on prevention. You also said, I 
think, somewhere else that one of the hardest jobs in research is to 
snow the value of prevention. 

Could you elaborate on that? Are we likely to have any better 
scientific approach to that in the future, where we can show the 
ratio ot prevention to cases that didn't occur, or something that we 
can go to the legislators and decision-makers with? 

Ms. Daro. Okay, Tve got you. The first part is ^he i >ision be- 
tween where resources are allocated. 

I think our maior concern there is because so many of the Trust 
l^unds rely on state appropriations and the state is then drawing 
that money from a sii^jle pot as child welfare demands increase 
and we suspect they v/iU increase in coming years. State legisla- 
tes are going to fi.id themselves between a rock and a hard 
ptace. 

.u^m^^^,!,^® money to current victims or do we continue to fund 
the Irust Funds in the hopes of doing prevertion? 
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The political realities often of having increasing child deaths, in- 
creasing births of cocaine-addicted children in hospitals, hospitals 
closing and the like, really do force, I think, state legislators to 
look toward the most immediate problem, rather than being able to 
have the luxury of foresight, of preventing something down the 
line. 

With respect to monitoring and documenting prevention effec- 
tiveness, I think we are very good at this stage in being able to 
show that certain services produce both measurable rost savings 
and measurable changes in parenting functioning. 

It is a little more difficult to be able to say specifically that these 
programs reduce child abuse in the future. There have been some 
experimental designs. The best study to date was done by David 
Olds in Rochester, New York, which I am sure you are aware of, 
where he found that providing a home-based home nurse visiter 
program reduced rhild abuse rates. His families that received these 
services had a four percent rate of child abuse ai J families that 
didn't receive these services had a nineteen percent rate of child 
abuse, so there are dramatic differences in child abuse in the 
future. 

The cost savings when people have followed families that have 
received early interventions over time really shov up in several 
areas. Certainly, it is the welfare caseloads. These are families that 
are just simply more self-sufficient, so there are fewer dollars 
needed for welfare. 

They are also families that are healthier, ^yomen that get prena- 
tal care and begin worrying about thp'r children while they are 
pregnant rather than at the point of birth have healthier babies, so 
the hospitalization costs are less. There are less low-birth- weight 
babies. So we see it in medical costs, in welfare costs. Then as the 
child matures we see it in reduced remedial services costs in educa- 
tion. 

So the cost savings are really throughout all systems In terms of 
short-term outcomes for parents that receive early intervention, we 
see greater knowledge about child development, greater knowledge 
about different parenting practices, less reliance on the use of cor- 
poral punishment and physical punishment as a means of disciplin- 
ing a child, greater ^ense of self esteem on the part of parents, and 
for teen parents, I think most importantly, we see a reduction in 
that repeat pregnancy rate. 

Anyone who has ever said that having two children is as eaiiy as 
one clearly never had two children. When you are sixteen years old 
and you have one baby, when you are seventeen you don't need an- 
other. By working with these girls early on, what we are able to do 
is get them off to the right track. They finish school. They don't 
have that second baby. They are in the labor force by the time they 
are eighteen and nineteen years old and not on welfare. 

T think those savings make a very powerful case for focusing on 
specifically the area of new parent services. 

Chairman Owens. So as a result of your work at the National 
Center, since you have a different perspective, a broader perspec- 
ti/e, vou have some idea of what would be done with additional 
money. 
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If we doubled the amount of money, do we hav^e some models and 
some approaches now which we could offer state to state which are 
working to use the additional money swiftly and most effectively*^ 

Ms. Daro. I think so. The National Committee has been working 
with the Trust Funds The T ist Funds themselves have developed 
a real partnership among taemselves. 1 think Janie could talk 
about how the executive directors of these funds meet regularly, 
they talk regularly, they f.re constantly trying to further each 
other s missions 

So a good idea in Texas is now available to ihe other forty-six 
states that, in fact, have Trust Funds. People are waiting to oper- 
ate, to move on those good ?deas, with additional funding. 

So the idea of holding forums to enhance our knowledge base 
about what would be the most effective way to prevent child abuse, 
systems of setting up community-based councils to address child 
abuse, to really galvanize in each local community those key actors 
that can really make a difference in preventing child abuse, those 
are going on in some states but not all states have local councils. I 
think all states would if the funding were available. 

Home visitor programs for high-risk parents— there is a wonder- 
ful demonstration progrt^m going on now in Michigan where they 
are carefully evaluating, again, the results of working with women 
who are at risk of potentially abusing their children either due to 
their age or to a prior history of substance abuse, let's say. 

As those pro,?rams become better documented and the Trust 
Funds share among themselves, I think we would see that kind of 
exchange were the resources there. 

Chairman Owens. A question to either one of you— to what 
degree can the mass media be utilized in these kinds of efforts, and 
in order to do that is there a need also for some kind of national 
mechanism to participate on a greater level to provide the kind of 
funding and coordination to develop items that can go on public 
service television and radio, et cetera? 

Mr. Strickland A couple of responses. We have looked at, in the 
process of creating a public awareness program in the state of 
Texas, a number of public av/areness programs around the co';ntrv 
that have been designed to try to create a mind-set on the part of 
people about smoking, for example, about drunk driving and other 
kinds of behavioral types of adjustments. 

We are committed to the fact that a mass media program can 
have a real impact, in fact that it is one of the most critical parts 
of having a real impact on this problem. 

What v^e need to do in Texas is somehow to create a mind-set 
throughout the state and throughout the people of that state that 
the abuse oi a child is not an appropriate thing to do and that one 
simply does not do that in responding to his or her anger, frustra- 
tion or whatever it is at the Tioment. 

The particular initial public awareness efforts center around the 
issue of shaking the child, which is a more common practice than 
we realized. 

Whether or not there ought to be a national mechanism, 1 think, 
for doing that or a national kind of campaign— I think that ought 
to be explored 
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There are some advantages in tailoring the campaign to the 
states themselves, perhaps in having some national guidelines for a 
campaign, some national expertise for a campaign, but at the same 
time aiicwing rhe states to make significant adjustments including, 
for example, personalities that have an enormous amount of credi- 
bility in that state. 

Ms. Daro. Yes. 

Chairman Owens. Has your video on shaking children been 
shown on cable television stations or 

Mr. Strickland. The video is just now going to the stations 
throughout the state. It will s^^art being shown in about two weeks 
in the stot3 of Texas. 

Ms. Daro. The National Committee for several years has run a 
national media campaign on a whole range of child abuse efforts. 
Right now our campaign is focusing on emotional abuse, as you 
might have heard yesterday. 

'Vhat public awareness campaigns do, I think — they do three 
cr. cal things. 

One, they raise awareness on the part of that individual parent 
about, I may be doing something that may be harmful to my child. 

Beyond that, they also create, I think, a general demand among 
the public for more services for families that are at risk of child 
abuse and a greater interest in just information about thj problem 
and the scope of the problem. 

When the public has that kind of interest, it brings pressures to 
beer on local agencies to really increp^e services and to keep better 
records about what is happening. I think both of those are extraor- 
dinarily important for getting a better handle on where we are cur- 
rently in preventing child abuse and how we can move in the 
future. 

Chairman Owens. Thank you. 

Mr. Strickland Mr. Chairman, you were referring to the issue 
of cost just a moment ago. I was thinking a couple of 'hings. 
As I mentioned in my testimony, right now the budget for the 

f>rotective services in the state of Texas is approxim'itoiy $90 mil- 
ion a year. I am part of a current effort in oui state to try to find 
anL*^9r $20 million to $30 million for the protective services 
budget. With that $90 million a year th?y are providing services to 
approximately 60 percent of the children In our state that they 
have confirmed as abused. 

As 1 mentioned earlier, we are paying an enormous price for 
treating our problems. An inmate in the Departuient of Corrections 
in Texas will cost us somewhere between $35,000 and $40,000 a 
year to maintain That is equivalent to six children — if we could 
prevent child abuse on the part of six children in the state of Texas 
and prevent their winding up a recipient of the services of the 
Texas Department of Corrections, that is the equivalent of the 
money that we receive from the federal Challenge Grant. 

We must move back to prevention. The social problems are be- 
coming overwhelming. I think in the state of Texas some initiatives 
tha^ have been taken there in the last couple of years, particularly 
by the lieutenant governor of our state, show a very strong commit- 
ment to moWng in that direction. 
Chairman Owens. Thank you both. 
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Mr. Strickland. Thank you. 
Ms. Daro. Thank you. 

Chairman Owens. Your testimony will be used as we move for- 
ward to fight the battle with the administration to get the reau- 
thorization of these programs. 

Our next panel consists of Mr. Franklin Frazier, the Dire -- of 
Income Security Issues, Disability and Welfare, of the Genr Ac- 
counting Office; Mr. James Knoll, of the Human Services Research 
Institute, Cambridge, Massachusetts; Ms. Jennifer Cernoch, Project 
Director, Texas Respite Resource Network; and Ms. Kathy Mande- 
viUe, Parent and Chairperson of the New Hampshire Support Task 
Force, on behalf of the United Cerebral Palsy Associations. 

Mr. Frazier, would you like to begin, please? 

STATEMENTS OF FRANKLIN FRAZIER, DIRECTOR, INCOME SECU- 
RITY ISSUES, DISABILITY AND WELFARE, GENERAL ACCOUNT- 
ING OFFICE; JAMES KNOLL, HUMAN SERVICES RESEARCH IN- 
STITUTE; JENNIFER CERNOCH, PROJECT DIRECTOR, TEXAS 
RESPITF RESOURCE NETWORK; AND KATHY MANDEVILLE 
PARENT i>ND CHAIRPERSON, NEW HAMPSHIRE SUPPORT TASK 
FORCE, ON BEHALF OF THE UNITED CEREBRAL PALSY ASSO- 
CIATIONS, INC. 

Mr. Frazier. Thank you, Mr. Chairman I am Franklin Frazier, 
with the General Accounting Office. I brought with me today Patty 
Cole and ^d Hoyden to help me answer the questions. 

As y< Know, your committee has requested the General Ac- 
countmg Office lo conduct a study looking at respite cars. We have 
some prehmmary findings. We looked at five states. The states we 
lookou at are California, Indiana, Massachusetts, New York and 
Texas. 

It was a very cursory telephone questionnaire, trying to find out 
at the state and national level what was happening with respite 
care in those five states. 

We found in the five states that respite care is a relatively new 
concept, generally done at the grass roots level and generally done 
by profit and nonprofit organizations such as Easter Seals, Camp- 
hre, Downs Syndrome, the Council for the Aging, Visiting Nurses. 
Ihose are the kinds of organizations that are primarily orovidine 
the services. 

We were not able to tell from the national and state level data 
that we have much about the demographics of the families that are 
receiving these services. We will probably be talking to you and 
your staff directly later to see where we should go from here with 
thib particular study. 

In terms of federal involvement, we have found very little feder- 
al involvement. Since 1983 HHS has granted forty- seven grants, 
thirty-two of those grants as a result of youi Temporary Child Care 
for Handicapped Children. 

In the federal government we hav- found that the Department of 
Defense and in particularly the Department of the Army Ser/ice 
has the most extensive program. 
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At the state level we are finding that the states do have some 
programs. They have spent about $44 million, for the five states 
that we looked at, but they vary. 

For instance, the state of Massachusetts spent about $18 million 
on respite care. The state of Indiana, which has a similar popula- 
tion with handicapped children and people, spent $1 million. So 
they kind of vary all over the place. 

Most respite care do not charge families for service, we found in 
the five states. Again, there is very little information available at 
the state and national level as far as the characteristics of the fam- 
ilies served. 

The last finding that we have, as has been implicated here 
before, we have found very little research that has been done to in- 
dicate the correlation between— that there is a strong correlation 
between respite care and reducing child abuse or neglect. 

We believe that a first step toward the evaluation is that we 
need to collect more uniform data on the type of people who are 
getting the service and something about the cost. 

Mr. Chairman, that concludes my statement. 

[The prepared statement of Franklin Frazier follows ] 
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Respite Caret Insights on Federal, State, and Private Sector 
Involvement 

GAO*s testimony focuses on preliminary results from our respite 
cars study at the national and state level. We collected 
in£orniation on federal government and national organization 
activitiss and surveyed programs offering respite care in 5 
statsss California, Indiana, Massachusetts, New York, and 
'fsxas. Respite care is temporary relief in the form of child 
cars for family members and other caretakers Who are under high 
Im'Sls of stress. Res ite c-re rould be targeted, for xample, 
to parents of disabled children, fobter parer s, and unemployed 
parsnts. Its purpose is to relieve temporari y the stress ^ni, 
in turn, to prevent abuse and neglect and support family unity. 

— Respite care is a relatively new, often grassroots level 
service . It often is provided through local chapters of 
national organizations such as the United Cerebral Falsy 
Association. We have identified 6 such organizations with 
257 loca^ affiliates providing respite care services, but 
have been unable to determine the number of families 
benefitting from their services. 

Federal involvement in respite care is minimal, occurring 
mostly through Department of Health and Human Services 
demonstration grants. Since 1983^ HHS has awarded 47 such 
tjrants, but funding totaled only $<.5 million. Information 
on funding from other HHS sources ^hich could be used for 
respite care was not available. Wxthin the Department of 
Defense, the Army has tht most »*.tensive formal program for 
prc^viding respite care for service families. 

— While state governments m the states we surveyed are 
supporting respite care, v.ith little federal assistance, the 
programs vary cireatly in size and funding. In 1988, fo.' 
exa^iple, Massachuuett j spent $18.5 million respite care 
compared h Indiana's $1.1 million. (Th. two states have 
comparable n ,bers of children undor age IE and handicapped 
children, rough measures of respite care ta -get groups.) 

Ove all, the pt ograms are new —most be-gan arter 1980 — and 
of en provide services in addition to lespite care. Most 
provide care at no char^^e to the family, but little 
information is available on the characteristics of families 
served . 

— Little resear-^h has been directed at determining respite 
care's tffectb, for exanple, en reducing abuse and neglect. 
As a first step toward evalua^ loni proyrams need to 
uniformly collect information on respite care servicesr 
recipient families, and costs. 
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Mr» Chairman and Members of the Subcomnuttei»s 

I am pleased to provide you with preliminan* information from our 
respite care study requested by your Subcommittee and the Select 
Committee on Children, Youth, and Families. My statement 
addresses the nature of national association and federal 
involvement in respite care, state-level progra^tis, focusing on 
Californii, New York, Massachusetts, Indiana, and Texas, jnd the 
ext-nt of respite care research and evaluation. 

We collectet** program data and interviewed national association 
and federal officials responsible for respite care. In the 
states t mentioned, we conducted a ,.elepnone survey to collect 
program information. We also surveyed the respite c^re 
literature and talked with area experts. 

WHAT IS RESPITE CARE? 

Rfespite care is tempora-y relief ^n the form of child care for 
family members anr» other caretakers i*ho are under high levels of 
stress. Respite care could be targeted, for example, to parents 
of disabled children, foster parents ond unemployed parents. 
Its p'jrpose IS to rali^^e temp'^rarlly the stress and, in turn, to 
prevent abuse and neglec* and s pport family unity. High levels 
of stress within a family, whether caused by the burdens of 
caring for a disabled child or such factors as financial worries, 
are strongly linked with child abuse. Such abuse, neglect, or 
just the family's inability to cope with the child iray lead to 
th , child's placement in an institution o^ foster care. Respite 
care seeks to supr rt the family as a whole by providing a breaK 
for parents and a safe place for the child for a brief time. 

Respite care has se, ^ral cha* /^ct er ist ics . It is temporary ano is 

irccted at the parent or other caret i - -thojgh the child's 
nee Is may require a special skills respite care provider. It can 
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be planned and act as a preventive service before & crisis is 
reached, but it alr^ can be an emergency service euch as a crisis 
nursery, which specializes in providing short-term crisis care to 
abused and neglected childrer. 

Re'oite care as a recognized service is relatively new. As with 
mai.y social services, it originated at the grassroots level. The 
need for family support services, such as respite care, became 
apparent in the early 1970' s following the movement to allow 
disabled persons, particularly children, to remain with their 
families instead of being placed in an institution. Crisis 
nurseries began at a^out the same time. Whix .- respite care is 
roost widely used in the disability are.i, child welfare agencies 
also may include it among their r^ervices. 

Currently, most respite care activity appears to be in the 
private sector, provided through local chapters of national 
organizations. Federal involveient occurs mostly through 
demonstration grants such as those fundej through the legislation 
you are considering reauthorizing. Our work in 5 states found 
t1 at while stite governments are supporting respite care, with 
little federal assistance, programs vary greatly in size and 
funding. Lit\le research has been directed at determining 
respite care's effects, such as on red'jcing abuse and neglect. 
A3 a fiiS*: step, programs need to wor>^ toward a uniform 
definition and collect information on services, re::ipient 
families, and costs. 

NATIONAL ORGANIZATIONS? 
GRASSROOTS EFFORTS 

Support for respite care often comes from national organizations 
or associations in^'oxvl(j in social services. These 
organi za'clons ' locc^l c'laoters frequently are the focus for 
grassroots activity, since thf respond to community needs. We 
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identified at least six organizations that had a total of 257 
local chapters with respite care services. However, these 
organisations did not collect information on how many families 
have benefitted from these services. 

Tliese organizations use different approach-s for providing 
respite care. For example, the National Council on Aging uses 
its Family Friend Program to match older volui.teers with 
chronically ill and disabled children. The volunteers visit the 
children at least once a week m their homes provicling 
psychological and social support to the children parents, and 
Other family members. 

The National Down Synd rome Society has a respite c ^re program 
which places these children with voluntc^i host families for one 
weekend every six weeks over a one year period. Along with 
providing regular respite care for the children's parents, the 
piTugram seeks to foster i tiJe^F. t.Jence in the children and educate 
host families and communities about Down Syndrome. 

LIMITED FEDERAL 
INVOLVEMENT 

Federal involvement in this relatively young human service is 
limited largely to demonstration grants. The extent to which 
permanent funding sources are usa.i for respite care is harder to 
identify, but, except for the ACTION* agency, appears minimal. 

As expected, much of the activity is by the Depar»-ment of Health 
arid Human .lervices. T^e 37 temporary care for handicapped 
children and crisis nursery grants make up the largest federal 
source of sippor*- for which we could identify f l, ding. Since 
1983, HIIS has awarded 15 other giants for respite care, only one 
of which IS still active. Total funding for all 47 grants, 
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however, is only $6.5 million. Although other HHS funding 
sources have been used to provide respite Cdre, information was 
not available on the amount provided by (1) Medicaid which in 
some cases finances home and community-based services for 
disabled individuals, (2) title of the Social Security Act — 
children with special neec's, (3) title IV-B of the Socia' 
Security Act — child welfare, and (4) social s^*rvices block 
grant . 

The ACTION agency has provided one $25,000 grant for a respite 
care program. ACTION also has provided respite care through its 
Foster Grandparent Program, Whose ''''B loca^ programs hire low- 
income elderly people to as f ©ter grandparents to special 
needs children. The department ot Education has funded three 
grants, each for S'/0,000, to develop respite care educational 
materials. Th? Department of Interior has one respite care 
project at an Indian reservation. 

In the Department of Defense, the Family Support program provides 
some respite care through its Famly Advoracy and Exceptional 
Family Members (Handicapped) conponents. Within the Department 
of Defense, the Army has tht* most extensive formal program, with 
respite care being one of several family support services 
provided. In the United States and overseas, the Army has (1) 99 
installation programs, (2) 133 programs located off its 
installations, and (3) 107 foster care programs. Information on 
funding and numbers of lamilies served is not routinely 
col lected . 

The Navy has programs at six locations worldwide which together 
spend about So2,000 annually on respite care-related activities. 

Air Force and the Marine Corps havs no formal programs, but 
officials told us these services use volunteers, community 
rssources, snd nonappropriated funds tc support respite care 
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functions. They also jse child development centers for respite 
care on an infrequent basis. 

STATE RESPITE CARE 
PROGRAMS VARY WIDELY 

Our survey of 24 progr^-s in 5 states found extreme variation in 
number of families served and funding levels. Several states 
have prograniS with f .gnificant state support. Other programs 
are much loore modesi . Overall, most programs are relatively new 
and, in keeping wit i the picture of limited federal involvement, 
receive little fede*^' funding. 

Program Administration 

We found multiple agencies, as many as four in a state, 
administering tl"» programs. Departments oZ Human/Sociil Services 
and Mcital Health together administered two-thirds of the 
progx»%ms. Three-fourths of the programs began providing servxces 
after Vieo, 

The 19 programs which could provide funding data spent about $44 
million on respite care in fisf'al year 1988. Ninety-nine percent 
of trie total wHB state funding. However, states varied widely 
in their support for respite care. For example, Massachusetts 
and Indiana have comparable numbers of childrer under 18 and 
handicapped children (a rough ".teasure of respite programs' 
target population). Yet, Massachusetts sper t a total of $18.5 
million on respite care, compared with Indiana's $1.1 million. 

Most programs paid the providers for respite care services. 
Other funding mechanisms incluv-ed cash subsidies to parents, 
direct service provision, and grants to county or local 
nonprofit agencies. 
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Eligibility 

The programs are split amon^i those that serve multiple target 
populations and those that -ire »iarrowly targeted. Each of the 
five tttites has at least one program servinj families with a 
broad range of special needs children. The most frequently 
targeted oioJP is families with mentally retarded children. Some 
children such %8 severely emotionally disturbed, abused or 
neglected, and fci ter children, are less frequently targeted by 
individual programs. 

Other eligibilicy criteria center on a child's age and family 
income. Almost all of the programs allow families to receive 
respite care trom the time a child is born. Some programs place 
no upper aqe limits for eligibility. Others end eligibility at 
ages ranging from 18 and 24 and still others serve only children 
of certain age ranges below age 18. 

Most of the 24 programs have no income ceilings above which a 
family would be ineligible for respite care services. A 'ew 
programs hav« family income ceilings that would allow most 
middle-class families to qualify for assistance. One serves 
fan i lies in the Suppl em*;ntal <;ecijrity Income program, thus 
coming under its eligibility requ* ^ents. 

Two-thirds of the programs provide services at no char(;e to 
eligible recipients. Programs requiring a family contribution 
require partial payment based on a sliding scale according to 
ability to pay, a flat rate, or a formula based on family net 
wrth. 
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Service Availabili- y 

The 12 programs rer^rting data on recipient families show great 
Variation in the extent of respite care provision. Programs 
operated statewide ranged from 3 to 15, 00 families served in 
1987 or 1988. Other programs, thos^ operating at a limited 
number of locations, ranged from 2 to 51 fa.ni lies. Programs 
could provide very little information on service demand versus 
availability or recipient characteristics. 

Although respite care is designed to be temporary, program rules 
set few specific limits on the amount of respite care available 
to eligible families. For example, respite care is generally 
available year round. Only a few programs specifically limit the 
number of service hours or days that can be used in a given 
period. However, some programs reported that available funding 
could limit the amount of respite care they provide to a family. 

Respite care is only one of several services provided to families 
by most of the 24 programs. Additional services included (3) 
counseling, (2) homemaker, (3) recreational, and U) nursing 
care. A third of Ihe programs provided respite care only. 

Most programs provided respite care services in the home. 
Respite caregivers in the home setting included thoee skilled m 
services such as nursing care, homemaker, baby sitting, 
companionship, and home health care. 

Many programs also provided respite care outside ♦•he home, 
roost frequently used settings outside the home were private 
family homes, day cu. centers, and residential and respite care 
facilities. The services most frequently provided these 
settings we e Parsing care, personal care, and camping. 
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The programs surveyed generally do not pay for training respite 
care provider** However, the state programs req'nred pro-^J'^rs 
to be licensed or certified by the respective licensin<: 
authorities for their individual specialty, such as nursing. 



RESPITE CARE RESEARCH 
AND EVALUATION 

We could identify little research on respite care's effects, such 
as on reducing stress or child abuse and neglect. To date our 
literature survey has foun ' no significant studies of respite 
care. The lack research may be explained by respite care's 
relatively recent emergence as a needed, available service and 
the small size and fjndinc; of many respite programs. Also, 
because respite care often is one of several services ofTered by 
a program, its effects are difficult t .solate from those of the 
other services. 

We also reviewed the applications for demonstration grants 
awarded under the 1986 "^c. .porary Child Care for Handicapped 
Children and Crisis Nurt*>ries Acc to determine how evaluations 
will be done. Only about half of these applications contain 
de*iiled plans. The Deportment of HeaKh and Huiian Services 
plans to convene a group of project staff in May to develop a 
data collection and evaluation strategy for the projects. 



In concluding my remarks, I would like -o suggest some areas 
which should be considered in the evaluation of respite care 
programs. Our work shows that only limited information is 
available on respite care program characteristics and recipient 
demographics. But basic program information is needed to 
properly plan, provide, and evaluate these services-- 
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notwithstanding the complications brought about by respite care's 
inclusion as one of nwny services provided by a prograin. 

Thus, as a first step in the t'^aluative process, programs need to 
work toward a common respite care service definition and 
uniformly collect, analyze, and report m a consistent way s .jh 
information as: 

— Types and amounts of various services provided as 
respite care; 

Number of families receiving services; 
Recipient demographic data: and 

— Cost of various types of services. 

Finally, as part of the evaluation proce 3, programs could 
survey families to measure thear satisfaction with services 
provided. The types of informat-.on I hr. c mentioned would allow 
better analysis to determine how respite care services are being 
delivered, to whom, and the extent to which parents and other 
caretakers feel their needs are being met, 

Mr. Chairman, this concludes my prepared remarks. I would be 
happy to answer any questions. 
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APIENDIX I APPE^JDIX I 

tg^TIOt^ ORgVNIZATIONS 
IWDLVED IN RESPITE CARS 



T^le I.l; Suitinary of National Organizations Involved in Respite Care 
Nuttoer of Lcxal 

Chapters Providing ttober of 

Organization Respite Care States Ccvered 



Visiting Nurses 



Association 


87 


29 


Carp Fire 


73 


30 


United CerdDral Palsy 






Association 


46 


18 


Easter Seed Society 


37 


26 


National Oouncil on Aging 


10 


9 


National Down 






ayndrone Society 


4 


3 


TOTAL 


257 
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APSINDDC I 



APnsroix I 



tJ ^TIOW^ OWG^hflZATIOrC 
llfOiSfZD IN reSPITi: CXRE 



TteU l.2t U>c»l Qiap ter* of ffcttonal (^wUtatlofw With Ra>pite Ckre Progiro ty State 

fiftttcr SMl Carp Down Oxxxril VUiting 

Sbcity Fire* UCi^ Syndrrwe Ch ^gingC n^g,. 





1 


1 


AluKa 






ArisoftB 














1 


9 






2 


Qsnnactlcut 


1 


\ 


Dtlawar* 


1 




District of 






CDliirbiA 






Flor lid A 






Georgia 




1 


Hawaii 


3 




Idaho 








2 




Indiana' 




2 


lows 


2 


3 






1 








lAjisians 


\ 


3 


Majjx 


\ 




fteryland 






HasBAchuact t a 






Michigan 


1 


4 


Hiiwaota 






Kia a 1 aa Ippi 










1 








Nabrulca 






t^avada 






Naw Hatpuhirtt 




\ 


Naw i7#racy 




1 


Naw Mexico 






Naw York 


^ 


2 


North CatoIiaa 


2 




Itorth Daj(ota 


1 




Ohio 


4 


1 


Oklahn 




1 


Or agon 


2 


4 


Pwvnaylvani^ 


1 


2 


IVrrie laland 




1 


South Cam>'-* 








1 




Tanmaae* 


1 


1 


Taxas 


1 


B 


U^ah 


1 


1 


Vanrcnt 






Virginia 


3 




likahington 




9 


libat Virginia 






Wiaconain 


1 




Wyaning 




1 


Aiai-to Rioo 






^t«Ia 







Sittara ProTmti i^ta Qrd«rad By l£c*l AffUiataa 
^it«d Qarabral I^lay AaaocUtion 
'^F^ly lYianda Progrwi 
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APPENDIX II APPENDIX II 

FEDERAL RESPITE CARE 
DEMONSTRATION GRANTS 



Table II. 1; Funding for Federal Respite Care Demonstration Grants 

Agency Number of Grants Total Funding 

H«alth and Human Services 

Temporary Child Care 16 $2,343,336 

Cri»ia Nurseries 16 2,413,508 

Other 15 1, 753,444 

Subtotal T7" 6, 515,288 

Education 3 90,000 

ACTION 1_ 25,000 

TOTAL 51 $6,630,288 
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APPENDIX XI APPENDIX II 

FEDERAL RESUTE CARE 
DEMONSTRATION GRmTTS 

T«bl« II. 2t r«3Til Ofnti For Raipif Ct« Activiti«i By r«dT«l Ag«ncy 
• n<a Sf f 

Public Ljw 99-401 Oth«r HHS D«pt . o£ 

S«ction 203* S»ctlon 20A^ Gfnti Educ«tlon Action 

Alabama 1 

Al aika X 

Arizona I 
Arkansas 1 

California 1 1 1 I 

Colorado 1 I 

Connacticut 

Dalawara I 

District of 

Columbia I i 

Florida 1 I 

Gaorgia 

Hawaii I 
Idaho 

Illinois I I 

Indiana 

Iowa 

Kansas I 

Kantucky 
Louisiana 

Maine I 
Maryland I 

Massachusatt s 1 2 1 

Michigan 1 
Mi •'>-»sota 

saippi 

an 
ana 

^1 aaka I I 

Navsda 

Naw Hampshire 1 

Naw Jarsey I 

Naw Mexico I 

Naw York i 3 ^ 

North Carolina 1 I 

North Dakota I 

Ohio I 

Oklahoma 

Oregon 1 

Pennsylvsnia I 

Rhode Island 

South Carolina 

South Dakota 

Tennessee I 

Texas 

Uteh 1 

Vermont 1 
Virginia 1 

Weshington I i 

West Virginia 

Wisconsin I 

Wyomi ng 

Puerto Rico 1 



Totels 



•Temporery Child Csre for Hendicepped snd Chronicelly 111 Children. 
^Crisis Nurseries. 



13 



S7-966 0-89-4 
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APPENDIX III APPENDIX III 



CHARACTERISTICS OF 
STATE RLSPITE CARE PROGRAMS 

Table III. It Summary of Characteristics of Progra'T^s in Five States 
Offering Rctpltfe Care 

Number of programs * 24 

Characteristic Number of Programs 

Administering Agency: 

Social/Human Services 8 

Mental Health/RetarcJation 8 

Health 4 

Welfare 2 

Developmental Disabilities 1 

Education 1 

Year Services Began: 

Before 1980 4 

1980 and after 18 

Unknown 2 

Geographic Coverage: 

Statewide IC 
Limited 8 

Target Group Coverage^: 

Broad 9 
Limitei 15 

Services : 

In-Home Only 5 

Out-of-Hone Only 4 

Both 15 

a"Broad" targeting means the program covered the developmental ly 
disabled or all or most of the following groups: Mentally retarded, 
physically handicapped, chronically ill, abused/neglected, visually 
impaired or blind, speech or hearing impaired, foster children. 
"Limited" targeting means the program served only one or two of those 
groups . 
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APPENDIX III 



T>hU III. 2: Qaractaristica cf Vtagc&m in Five Sbatas QCfianrq ft^te Chre (19BB) 
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1977 
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b 




%s 




1963 
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b 
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^t> 






1907 






150,000 
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19GB 
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860,000 


960 








1977 
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136.696 
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(telth 
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b 
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3 
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C:»dirman 3wens. Thank you. Mr. James Knoll? 

Ml. Knoll. Thank you, Mr. Chairman. I appreciate the opportu- 
nity to testify to the committee about a service which many par- 
ents of children with disabilities see as one of the most significant 
supports they can receive from the public sector. 

Today I am speaking on behalf Human Services Research Insti- 
tute, where I am a senior research analyst, and the readership of 
"Exceptional Parent Magazine," who are the sources of the infor- 
mation I anr^ sharing with you today. 

I might mention that my organization has since 1983 been in- 
volved in thirteen studies involving the broad level of family sup- 
ports for families of kids with disabilities. Five of these have been 
federal projects and eight have been state projects. That has in- 
volved us with providing technical assistance or doing research in 
at least eighteen states. 

In today's testimony I want to highlight some of the major points 
in a recently completed national survey of parents' experiences 
with respite services that I have provided an almost complete copy 
of to the committee. 

The survey was distributed in the October 1988 issue of '*Excep- 
tional Parent Magazine," the premier national publication for fam- 
ilies of kids with disabilities. The findings presented today are 
based on the return of 2,847 valid returns. 

In a time when most discussion related to child care and family 
support is prefaced by the caveat that all efforts must be sensitive 
to the changing nature of the family, our sample represents a con- 
sistent picture of the normative two- parent household. More than 
85 percent of the respondents identified themselves as two parents 
in the home. The average household had two children. 

Sixty-two percent of our respondents had a 1987 taxable income 
in excess of $30,000. The sample group is also well educated. Fifty 
percent of the prime caregivers had a college degree or more. 

Hence, it is important to note in reviewing cur findings that the 
needs of the single parent, the less well educated or less prosperous 
family will be «omewhat different and almost certainly more in- 
tense than the needs found in our sample. 

In general, the family member with the disability in our sample 
was a child nme years of age with a relatively severe degree of de- 
velopmental or physical disability. The respondents to our survey 
ivere almost equally divided between families that had used respite 
in the last year and those who had not. 

Since the differences between the users and nonusers were 
minor, the major factor which seems to differentiate them is the 
availability and accessibility of services. We receis^ed returns from 
all fifty states, the District of Columbia and Puerto Rico. 

The range within those states of people using respite went from 
two jurisdictions in Mississippi and Puerto Rico, where no one had 
access to respite, to the state of Alaska, where all of the respond- 
ents had access to respite. 

This study clearly demonstrates that respite is a valuable re- 
source for families who are able to utilize it. Fifty-seven percent of 
the families ranked respite as a high priority for them. 

Of the users, seventy-four percent reported that the service made 
a significant difference in their family in the ability to care for the 
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tTa'T^U^'wo^ld t'S'K ^"'^ P«^^«"t actually sdd 

tS ch1fd7rJii^p i° """T^r out-of-home placement for 

ineir cniia it respite were not available. 

Fitty-nine percent of the users indicated that they were satisfied 
with the respite options that were available to them! aTd thev were 
also high y satisfied with the actual people who prwSed servTces 

svs^rthe lv^Pl^frr'f^'^J"'' °" the%roader s7r^.?ce 

to substinHil Loif i'°PP^ significantly. There seemed 

TO De substantial problems working out the details of eetting this 
service. There was a lack of flexibility iu the types of reSte avail 
able, in the scheduling of that service, in arbSry iS on the 
rSpSnd to Th7'Zr^ particularly on the inability o'f IhTsys^ern to 
respond to the need for respite in a critical situation 

of fa^Slv^lnte'r'iil^n'^'^'i'^r^''^ the concept 

filT^ , *° h^^^- This experience is also mirrored in the 
families evaluation of the degree to which they are really act 5l 
fh. S Pla.""'ng and control of the services which ImSnge on 
the lives of tneir communities. unpiiige on 

menf ^n%*hi[irL*^ '^'P'^ "'^'^ '^"^^^^'^ ^^t^' their involve- 
S somp of f hf ^^.T'^r system When we asked families to 
eSe fTarrl J^rnprT*^''^ f '^'P'*^' ^^^^ expressed a clear prefer- 
ence tor arrangements that are congruent with normative commu- 
nity approaches to providing for child care or sitte?s 

SDonsTble to ?hi^ ^"'^ P^°^'d«^ who was re- 

sponsible to theni. i hey prefer someone who they know and, failing 
that, someone who is clearly seen as being the family's empfoyee 
As soon as the respite aiternaiives began to move out ofThe local 
rrrto-fndoTselheT^'"^^^ P-ntal Control, pa^nrl^rV?:^ 

twIitVpr-p^^^^^^ 

neS'^of n?netPPr °^ 'T''' " '"""^t ^"^ ^^ey indici^dTrirniml 

Sr^I of !k rT'® ^""."^ ^ '"""th per family of respite, 
costs DaJents ttT °^ ^^^^^ P"'1* t° ^ substantial social 
telente JrP^ n«hL^ ^ women, with a wide range of education and 
laients, are unable pursue educationa and career demands be- 

'^wTth the'hXrT"M ^"'^'"^ with a disabSy ' 

tiPi!^LL • ^ °^ education observed in our sample we an- 

ticipated seeing a large number of two-income families In fact 

When the respondents were asked to identify the opoortunitv 
costs associated with raising a child with a disability! o^SJ 46 per 
cent indicated that they had foregone either educa onal or empfoy- 
hl>n1 KPiPf'l*"'?'*'^' ^"'^ 35 percent said that aZmberTthe 
^X'r!?er:;&^S^Z3!r'''' ^" ''''' tak^t^^l tt 
n^^af^Tli?^ ^^"nte^^^^^^^ t^'tSl ^t^Jr 

LTCof Tesoi^p"'*" W^^* noTbee7addresLVtrthe 

?arenL of chndrpn ^f^^"' *° P^"^'''^ the needs of 

parents ot children with disabilities on a day-to-dav basis vet thp 
economic impact on these families is certainly more^profound th?n 
the case of s parent like myself who might be late for wSrk one 
day because a day care arrangement falls through 
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The image of respite that emerges from the families is one which 
the public sector regards as an extraordinary resource, made avail- 
able to forestall family crises. However, families clearly regard it 
as a necessary and regular part of daily life. 

Much of wJiat we see argues for expanding respite so that it loses 
its specialness and is integrated into a comprehensive system of 
child care which includes access to day care in general and also in- 
cludes the range of supports which fall under the umbrella of res- 
pite that we see in place today. 

To put this project with its emphasis on respite in some sort of 
context, a final set of questions on our survey asked the respond- 
ents to rate various forms of family support according to their level 
of need. 

The highest rating vas given to a need for assistance in future 
planning to assure the long-term wellbeing of the family member 
with the disability. Second rated was access to specialized services 
for the family member with the disability. Respite rated third. 

Perhaps as a comprehensive, consistent, responsive system of 
community-based family support including respite becomes the rule 
across this country, rather than the exception, families can look to 
the future of their member with the disability with a little more 
confidence. 

Thank you. 

[The prepared statement of James A. Knoll follows:] 
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Testlmonv of Jmm^^ A. KnoU, Ph 
tothe SaboDBuiiinae on Select EdaoAtkm on re-aathorization of the 
n^Binponzy Oiild Can for HandlcftpiMd Chilli 
Aetof IMT 

I appr«daU th» opportunity to tostify to tfa« committee about a mtvkb which 
many parrots of ehildrvn with diaabiUtiaa im aa ona of tha moat significant 
wpportathayeanracaiwtamithapubUcaactor. Today I am spaaking on behalf of 
?JSlf2 ^•TST R«»<*.lMjitait«» whart I am employwl as aSemwlJaeearch 
Anajyjt. and tha ra«lanbip of Exeq>tu>nji Pannt Magaxuie who are the source of 
tna aformatioc I am rtportmg to you today. 

I have a Ph.D. in Mantal Retardation with a concentration m the area of 
P*?!i?!if°fx?^ I involved m the Held of semces for children and adults 

with diaabOitiaa for 15 yMrs. During the last five years I have primarily focused 

2* tj» davalopmant of effactive community-baaed programa for people 
with sevira diaabilitua. 

In this wri ttan tas tanopy I would Uke to share with the committal a fairly 
eomprabmnva ovarvisw of tha results of • recent^ completed natiom arvev of 
^^P^^t^^"* non-medical 'espiU services. One copy of the complete 
rtport of thiB stu4y haa uaen givan to tae sub-committee staff We will dadly 
prondr aoditional copiaa upon request 

SUMMARY OF FINDINGS 

The znotivation behind thia atucfy waa to develop a baae of information which 
wouW wcabla parents to baeoma benar informed conaumers of respite services, ^n 
Uuf jrtu4y wa have davaloped a very clear picture of the experience and needJi of" 
S^Sf •nd^PW-nwW}* fwnilJM >s thay relaU to reirpiU services. 
Ad^tiondb; ^ a«m)^ la moat rapraaenUtive of familiea with reUtively young 
children with a ralativebr aavsra level of developmental and physical diMbOities: 

Thia sjuc^dw^y demonstrates 
^araabk toutaua it. Tha fMuliea are aasential^y pleaaed with the individuals 
^SI^Z^?°^ ^.r^i^' t Howevar. thay seam to have some substantial 
proWamawoi±in4 outtl^dataJaofob^ Lack of naabiUty, 

■rtttoyyUa^ 

con^anUy respond to w-nass, all pomt to services which have not yet tahen the 
concept of parental empowerment to heart This expenecce is mirrored m the 

1^?^"?^°° ^ w^Jve partners m the planning 

*Dd implamanUtion of the programs which affect their faimlies. 

^^^it!hlT^I!!!!^^ families for respite arrangements which are 

^^^Tt^^^t^^f^^'^t tpproachaa to providing for chUd care or 
SSI^ tP^ to be m control and have the provider responsible to 

iSl?:-^ JUSS; ■°°T^» Imo'' that, someone who is clearly 

!I?!>K)5?l2LT^*®P^5r 1^* «»P>t« altarnativea begm to move 
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NATIONAL UtSfTTt 8U1V1Y 



TtmuoNY or Jaku Kitoll 



Soma of tht fLdin^ of this ttudy point to t tubttantul social cost as {Mnnts- 
-usually womtn-with t wide iwigt of sdueation and talsnU an unabls to panue 
sduMSonal and cantr naJa baeauas of tha aztraordinary damanda of raiatng t 
child with • dLsabiUty. Tb» issua of dnr ears in fmaral haa coma to t^ia front of 
tha P^^Ucj aganda bacauaa of taa aconomic impact that tha Uck of 

raaourcaa in thia araa haa had. haa not baan a d draaaad is tha failuia of 
laa^ or "ganaric^ day can to provida for tha naada of pannU of ehildnn with 
diaabiUtiaaonadmtodnrbaaia. Yat, tha aoonomie impact on thaaa familiaa is 
cattainlr mon m^oundthan tha caaa of tha pannt who misaaa work pariodically 
bacauaa d^ can amocamanta fall throu^ Tha imafs of raapita that saama to 
amanaiasomath a wfiiehthapubUeaactorrafBrdaaaanaxtraordinaryraaourca 
mada availabla to .amiliaa. Howavar, fkmiliaa daarly ragard it as a nacaasaiy tnd 
nguUrpartofdai^lifa. Soma of what wasaa hanpointain thedinction of 
axpandinff napita ao it that loaaa soma of it spadalnass and is mUgntad into a 
comprahanaiTa qrstam of day can. 

Tha failun to drralop a coharant vision of tha naads of pannta and thair 
childran with diaabilitiaa » moat avidant in tha wida varjition in sUta-to-sUts usa 
of napita. Thia indici^ aoma m^or diCfanncaa in tha availability and 
accaanbility of aarvicaa. 

As wa look at what pannta say thay want in tha way of infon^tion, it saems 
to fall into two n^jor anas. First they want to ba able to ezarcisa control over the 
aarvicaa which alTaet thair home Ufa. Saeond, thay want a subetan'^'ve role m 
forming or nformmg tha tyitm of sarviesa in a manner which is really responsive 
tothairnaada. 

Whan wa aakad what thair naada ara, paranu' first two pnmaiy 
coneama an tbr tha ov«raUwal£ura of thair child. Only aftar thair pervasive 
eonoam for tha Aitun of thair child is addraaaad doaa remita, or 'Valief for them, 
become a pfriorlty. Pazhapaaaacompnhanaivaqrstamofcommunity-baaad 
aupporta mehidingrenita baeoma tha rule rathar Uian the exception parents will 
be able to look to tha idtun of thair child with a little mon vacunty. 

A NATIONA L SUB VKT OF PARENTS' EXPERIENCE 
WITH RESPITE SERVICES 

"Rsapita" ia tha blanket term uaad to da* riba a wida range of aarviceu for 
famillea who can for a child with a disabiUt/ at homa. lu origina an found m 
efforta to giva pi.. nU aoma Valiaf," aoma raapita, from tha day-to^y demands of 
caring for t child with a diaability. Oftan the mystique of diaability has made it 
impoaaibla for thaaa familiaa to uaa tha typical forma of child can found in our 
communitiaa. Hanca thaaa fkmiliaa hava often had to turn to spadalisad agenciea 
togatthamoatrudimantaiTaittaraarvicee. With thia uaa of special aganciiM has 
coma substantial hicraaasa in ^he coat of obtaining child can, thenf on many 
paranu have aou^t aaaistanea from tha public sector to aaaun availability of this 
sarvioa and for soma halp in meeting thair aitnezpanaaa. As it haa evolved over 
the last decade raapita has come to mean any aervloe or program ^ileh 
pvoHte om Ibr n panm with n diaabmty white the iiriaMxy oaM gh^ 
Is aoMad la ao«M othar moMty. Under this azpanaiva unbnlla, all of tha 
foUowbg situations, and mora, can be lound. 
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TitniiONTorJAiinKitoa MAHOKALiismifuivir p«jE 3 



Sil^.r.*!^*"'*? uJ^^ These same 

wh23S'.«J ««>up home btMd pn»ram« i. a system 
f £5"*!*^ take turni uaing r^piu FadBtiee acconhng to 

JPJMetichedxUa. FamOy membere muat confiim theM dates at the^ 
btgmmng of the ^ or looee them. 

ft.i^ 5!**f " * «""P "•rvinj exclusively as a respite 

her home for aqy prearranged period of time rangmg from a few hours to a 

^ h2ISS!*?^7 fof >^ •mployeee to care for the penon with 

a diaabUity either m the family home jr the provider's home. 

tl^Sh^^?^'^ ?'^^!^^^ 5» "nt by a home health care agency on a 
tn« parent does the family's grocery shopping. 
o A -Vegular" day care cenUr may accept children with disabUities. 

dSiluSSi ^ inch«& one child with severe 

■gencyae a recite provider for that famity: ujr ■ 

eh^i^J^^i^ "P*<» rwpite care for 

chUdren with diaabilities on a Hiat come, first served basis. 

t^JS^J^i^'^'"'^ hours every afternoon af^er school with i 



gwnfman with autism enabling both of £is parenU to retain their 



mmiilSf ^ Po^ibilitiee together creates the lUusion of a 

^^tSS'iS^h^JvSyFl^ -"^^ which should be Mnaiti^'to meetin, «iy 
WmtSw iSSiSS .* °f across the nation is able to 

Sr^Sli^^- msUncee of juat about any type of respite a family demre 
^^^^^^^ mortweo families have few, if any, alUrnaSS^. tfV*^' 
!II2S1S^/.^ are Uke^y to be limited to one or two poesibihtieTwWcrS 
presented to famJwi on a take It or leave it basis. uiw.. woico 
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PACE 4 MATioHALRwrrisuivK TtynMOKY or James KNOLL 



Tb* approachM to fUnding mpita Mrviett axa almoat u diverM as the 
MrvicM thaxnMlvM. Inaraaaoft^ country wbare there la htUe pubhc supponfor 
riapita cart, famiUea and not-for-p t>fit agtnciaa must carry moat of the coat. On 
the other axtrame, there ar« statat which provide familiea with cash support, a 
certain amount of prt-paid free reapita, ami publicly subsidized services which are 
available to familiea at a greatly redueedraat ahould the^ use up their aUctted 
amount of rasmta. Between these extremes there is a wide range of mnding 
mechaniama. Theaa include partially subaidized pnvata services, pubhc agenciss 
with a co-payment provisions, voucher systems, and systsins where the pubhc 
contribution ia negotiated between tbi family and the case manager on an 
individual, aa-neeoed bawia. 

^UB tremendous diversity m respite services results from the fact that these 
services are only now finding their form. The uncertain nature of this 
development proceas mirrors the changmg public pohcy environment m which it la 
occumng. 

Lass than 20 ysars ago the only publicly ^mded "support" available to a family 
who hail a child with a disability was mstitutionahzation. Since then, the pubhc 
outciy against the abuse so often assoc^ted with institutional life and an 
awareneas of the trmuma inflicted on families m the name of helpm^ thsm baa 
fostsrsd a r^jsction of inatitutionabaation aa a mode of service for children with 
(Usabilitiea. Moreovsr, thsre is mcreasmg recognition that the great nmon^y of 
families reiset out-of-hom« alumatives in favor of continued care at home, 
espedsUy during ths child's early yeara. Taken together, these circumstances 
have promptsd a dsapeninf concern that famibcs and their members with 
diaabUitiaa receive the supports they need 

As a result, ths newer models of service emergmg over the last 15 years are 
presented as being ''family-csntsred** and "community-based" In resiity, most state 
and local systsms srs on^ beginnmg to come to grips with the imphcations of this 
kmd of rhetoric Public policy is actively seelung to define the moet useful role the 
public sector can play in aaaisting familiea to care *or children, mcluding those 
with the most severs disabilities, at home. Sutes pay over $100.00 a day to 
support a cb*id in an institution while atiU questionmg the advisability of 
programa which provide in-home supports to famibea. 

Paremts tn the Policy Arena . 

Parenta of children with disabihties need to take an active role m these policy 
discuaaions which ao directly affect their Uvea They must be able to define their 
own vision of what they need and communicate that vision to their 
representstives. On tlie lonl level, parents need to be active participaiits m the 
development and evaluation of the services they actually receive. Only then can 
they be assived of the apprepnateneaa and quality of these services 

Parenta and other primary care providers are faced with the need to be 
informed, intelligent, and active consumers of services. But given the dav'to-day 
demands of earing for a child with a disabihty, where can they turn for the 
information th^ need to fulfill this role? 
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Intent of thlf ProjMt 

SSSHl ^a^^ ° n'**" P^*^ WM to the poimdwork for dtvtloping a 
FMfi ofmatonato that will provida pannta with tha mformation thav naad to take 
aform^tvB rola in tha am of (amilj aupporU and napita tarvicaa. In kaaping 
is A^SSiZF^i^ w^Kwmant, thia prajaet eallad on paranU of chSldAn 
with dto^tiaa to inform our afforta. Wa naadad tham to Ullua what thav 

Oivprboaiymaanaforachiavrnf thiaandwaaa nntional anrm of 

ffl!2?^lI3?J^3 P^^J diaabUitiaa, Aromc 

umtaa, amotiimal diaturbanea, aid davtlopmantaTduabUitiaa at homa to 
I^JSI^f!: ^ «pwianca ^th raapiu aanricaa, b) thair parcaption of what 
^iSJJJSl^f^'*!!?? wnaumaia of raapita sarvicaa, c) thair 

parc»Uon of Uia naad for additicnal larvicaa to maat tha naada of thair child and 
ramUy. and d) tha form matar^ should taka m ordar to ba moat aecaaaibla to 
tnam. 

BfElHOD 

Thia auiw waa dangnad aa a way to liatan to famiUaa and to davalop a 
8I!??:iT ^"J*^ axpananca of raapito haa bean ind what 

^ITwtll^^T^i w^^fi*^^^ axparitnca Tha poUntial raaulu of thia affort 
would ba two fold 1) to idantiiy tha typai of mformation which wiU aaaiat paranta 
tliSJSuI.'^Pr^T^ of ">Pita aarvicaa and 2) to contribute totha 

national baaa of infonnatior. and thua anaura that tha voica of paranto ia haard m 
tha formulation of policy and tha daaign of aarvicaa. » ntara m 

th-i2iifS!rS;'**!l!?^ Thamajon^of 
t^itoiaonthf orm wro fOTcadcLowaandratrnf tcalaa. Savaral 
bIwikrtOTawOTalaoindudadmthaturvw. Thaaa iattar itama uauaUy aoUcitad 

S^I?^arSi2!S!l"*?*Z m^r itctiona: 1) dMcription of tha houaihold and care 
S?LS ^V^^SS^^ tha fiunity mambar with a diaabiUty^ 3) aviilabUity and uia 
Sfrl!2^^ •'^^f^^ T?* problama with r^ita, 6) dMSSla 

mfonnatkm,and7)daairablafonaaoffamUyaupportiarvlcaa7 

IP, '•Bi? ^fljy ^ •hrink-wrappad with tha October 1988 laaua of 
SSSC^f ^ national pubUcation for paranU of 

•"'•^P ~ •ttacSadto the 

^^^}^Zl^.}^*I^ recaivinr their panodicaL The 

^riSiiSTJ t^^^'^'^',"*"^^^ This 
r5SSw?iS^.?'J?L^^' • ^« maiaxine. The October laeua had 

education of 22.»43copiea. Thii laaue waa reeved by aU subacnbera by mid- 
2SiSLJ^*^2:r^SJ^ magazine carried a orommant reminder to 

wb^cribara to return UiadmplaOd *ur^. December l5. 1988 wa*. the final 

^ queatipnnairaa. By that d-te, 2.847 completed and 
ueaabU forma ware received Thia represenu a return raU of 12.41%, an exceUf nt 
•howinf for an unaolicitad mailing. w»*u» ns 



ERIC 



104 



PACE 6 
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TiomMONY or Jamu Knoll 



RESULTS 



HOUSEHOLD CHARACTERISTICS 

In a tim« whtn most cUaeuMions rtUted to child cmre and family lupporta are 
prtfacad by tha eavut that all afforta muat be aanaitive to the changmg nature of 
Lhe familj, our aampla aeama to repreaent a conaisttnt picture of the "normative" 
two parent houaehold. It ahould be pointad out that the lift of primary deacriptors 
for the houaehold ftwo parent," "ainkle parent" "foater home," "ihared houaehold,") 
were not mutually ezduaive. More than 85% of the reapondenU identified their 
hcuaehold aa havmg "two parenta in the home." The average houaehold had 4.1 
people. The avarafe number of children in a houaehold waa 2.57 (ranging from no 
one under 18 yaara of age (n* 166) to 17 (n-D). 

A nuuonty of the houaehotda are supported by a single income (69 2%, 
n« 1970). Of the houaefaolds aampled 19 5% have more Uian 1 Ml tune income 
and approzimaUly 32% obtain some part of the houaehold income fhim part time 
S5f MOO?^ 82.4% of the reapondenta report a 1987 taxable income in excess of 

The vaat u^jonty of the returned queationnaires were completed by the 
mother of the person with a diaability (n-2483, 87.2%) In most cases, the mother 
la aJao the primary care giver. Thia aample group is very well educated-50 1% of 
the primary care pvara and 54% of other adults have at least a college degree with 
over 20% of the other adulta having some graduate education. 

With the hi^ leval of aducation obeerved, we anticipated seeing larger 
numbers of two mcome houaaholds. When the reapondenta were aaked to .-lentUy 
aume of the opoortunity coat aaaociated with care of the family members with a 
diaabihty, the daU reveal that thia probably would have been a realistic 
expectation if aomeone m the fami^ had not had a diaability. Ov«r 46% of the 
houaaholdi! report that aomeone hM not pursued employment or education 
becauae of the damanda of care. In 35.5% of cues a member of the houaehold has 
actualhr given up employment becauae of the preaence of a family member with a 
diaabUity. Additionally, a substantial number of houaeholda report that the need 
to be «»ncemed about care for a person with a diaability haa influenced some 
aapcct cf 8 family member'a employment experience. 



FAMILY BffiMBERS WITH A DISABIUTY 

The family members Math disabilities in our responding households ranged i-* 
age f^m under 1 to 86 years of age The average person waa a child fl 8 years of 
age Only 9.9% (n » 282) of the sample was 18 years of age or older 
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Typi of Duabuity Reapondenta were aaked to select the condition or 
conditions which b-aat deecnbed their family member from a hat of eight types of 
difliJiility In the foUowing list the type of disability is foUo wed firsit by the total 
niimber of reapondents wuo selected that c jndition and second by the number who 
selected qiu^ Uiat condition. 

MfiuiciTCondiUon 1120 16 

Physical Di*ibility 1733 168 

Developmental DiaabOjty 2197 278 

Speech Impiurment 1477 4 

Hearing Imipaxrment 324 8 

Viaual ImMarment 699 5 

Elmntionai Disturbance 422 15 

Other 635 103 

A3 IS apparen,. .rom this Ust the m^onty of the sample described their family 
member as ha\ing more than one disabhng condition 1 132 respondents selected 2 
or J conditions, 925 identified 4 or 5, 168 indicated the presence of 6 or 7 and 7 
respondents checked all 8 options 

Uvel ofDisabUtty Of greater interest than the frequency with which a type 
of d^isability was identified is the measure of the severity of that condition Our 
respondents were asked to rate fo'- classes of disability (intellectual* physical, 
medical, behavioral) on a four level seventy scale fslight" indicating this type of 
condiUon was eaentuUy not a problem, "mild," "moderate," "severt.' 74 7%of the 
samola mdicated moderate to severe mtellectual disabilii ^d 65 6% identified the 
Mune rangj of physical disability As far as medical involVement ^aa concerned 
7 f jn» w^»Pl» «*w th'Jir famJv member &s having a mof* rate to severe level 
ot need tha wea of behavior problems, 6% of the sample report a severe 
problen ^9 25 9% report moderate level of dk ability in r his area A summary 
score wa^ developed to gam a measure of each household's overall level of 
diaabilitjr acTTjaa categones This ratmg, with 44% of the sample at the moderate 
level and 8% at the severe level, reflects the trend of the sample toward 
identifymg a relatively severe level of dist^ihty 

Functional Umitationa An effort was then made to translate the level of 
disabut^ mto functions' terms Respondents were asked to rate their family 
ir.ember s ne^ for ass^cance in seven activities of daily living on a three point 
ratinff scale Respondents were asked to indicate jf the family member needed 
compiute, some, or no assistance in toiletmg, eating, bathmg, grooming, dressing 
conununicatmg, moving around the home, and travel in the community With the 
Mcep^tion of eatmg, cojimunicatmg, and movement -n the home, these variables 
show a c< nsistent pattern Approximately 60- of the sample needs complete 
assisLjmce, 30% needs some help, and a>- -t 10% needs no help These trends are 
refle<;ted m tht^ overall assistance va- ible which averages each respondents 
ratmgs in these areas Trans liUd 0 low. moderate, and high needs, this 
vanaBle finds 16 7%. 28 1%. and 55 of t .^p.e, respectfvely. at ihese levels 

Out-of'home /ctivity A major hypothesis that guided the design of tfi.s 
survey w^i the expectation of a relationsmp between the amount of prograinmine 
fn, the person with a disability and the houseBola'3 raed 

foT or use of respite We asked the respondents to tell us how many hours per 
w/> X ineir fainily members were engaged in &n educational or workyvocational 
p ogrim anu in recreation, either as part o*" . '-jrogram ' or informally with 
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fnends The modifier attached to these questions was that these activities take 
place outside of the home 

Based on the pre-supposition that the type and amount of out-of-horae activity 
would be related to the age of the person with a disabdity, we examined these daU 
with tn eye to different age ranges The 29 2% of our sample under 5 years of ag.* 
(n » 831) wt found received an average of almost 12 hours of education activity 
each week. Only a relatively small percentage of this age group (12 2%, n = 101) 
is not receivmg any educational mtervention 

For the 60 9% (n - 1734) of the sample m school age range, 5 to 18 ye- js, we 
see that they are m school for an avera^ of 25 48 hours a week. 97 9% of this age 
rwige get" some educational programmmg In this same age range an average of 
5 8 hours of out-of-home recreation was reported. If the siSwtantial percent of 
mdividuals m this am group who are noi mvolved m out-of-home recreation 
activity IS not considered, the average amount of recreation mcrtases to 7 46 
hours In the school age group the average mdividuai is involved m out-of-home 
activities f; r 30 23 hours a week. 

Ahnort 10% of th^ samnl'^ IS 18 years of age and over (n«282) 64 9% of this 
group IS mvolved m an t.e^ ' ' 16 hours of work/vocational programmmg 
per week, when the large nia;;^. people mdicatmg no hours of vocational 
activi^ is excluded, the avtrcss hou j -ncreaae to 21 5 A substantial number 
(n» 153, 54%) of people m this age rriige are engaged m some sort of educational 
activil^for an average of 16 44 hours a week. In this same age range. 81 3% are 
engaged m a mean or 5.58 hours of out-of-home recreation each week When we 
consider only thoM who actually engage m recreation, the mean is 7 1 1 hours 
The average total amount of out-of-home activity for adults with disabilities m our 
sample is about 34 hours. 



RESPITE USERS COMPARED TO NON-USERS 

The survey form was designed based on the premise that only a small number 
of people who are not currently usmg respite would take the time to complete the 
form. This assumption was a m^or error on our part In fact the respondents 
r**^ fS^l divided between respite users (n « 1412, 49 6) ancfnon-users 

(n-1391, 48.9%) (there were 1 5% (n»44) missmg responses to this item) This 
result indicates the importance of this topic to families-especiaily those who are 
presently not usmg orhavmg difficulty accessing services There is no other 
obvious explanation for the his^ degree of participation by people who have not 
used respite m the last year Since the survey was designed to gain information 
from respite users, a nmonty of the items could not be completed by non-users If 
we had any inklmg of the high level of participation iVom the non-user group we 
would have designed an additional section focused specifically on the issues which 
they conlTont Unfortunately, we missed this great opportunity 

An important Question we are aole to address is the identification of any 
independe^ *inables which seem to differentiate respite users from non-usera 
Statistical u»ts were conducted which explored the relationship of all ind2pendent 
variables, described thus far, to use or non-use of respi** 

The tests of our hypothesis that there was a relauonahip between out of home 
activity an use of respite revealed only one statiaiicauy significant relatio..ahip 
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The non^uscrs of respite reported access to signif.antly more hours of vocational 
programnung than users or respite (/ = -2 00, df = 1346, p = < 05) 

An examination of the relationship between uee/non-use of respite and the 
descriptive vanablea such as a^. level of disability, functional UmiUtions 
hou«ehold characterifltica, and opportunity costa revealed a number of aiatiailcalLv 
aimiflcant but restively nunor diTrerence between the two group ThesT^^^ 

fhaJThe'r^ 'v^" V^' ^P^« was Wge^nou^h to assure 

ihJnrS 7« ^"^^ likelihood that these diiTerence could be attnbuted solely to 
cftance in summary these differences reveal that respite users are shghtly more 

b^^o^JS^*^**' """^f?'* ^ b) that there has 

^we?er ^vJ^^^^?.'"^ associated with the care needs of their family member 
ttowever, we need to reiterate the raaenitude of these differences is relatively 
small, m reality non-users and users of respite form very similar groups 

The m^or charactenatic which seems to differentiate user and non-user 
groupe IS where they hve Questionnaires were returned fr-m aU 50 states Puerto 
Rico, and the Durtnct of Columbia Given the almost equal 3pu7:>eVween^ie« 

JTl ? services which had some degree of national uniformity the 
^?rKr?S?« ."^"i ^ ^thin a particular jurisdictions would roughly 

ST/ri4.mi'^ fP*"'*?^*^' ^ ^'8^" ^ •^'^^'••y ^hows there is wide vanafion 
S,«^Jfnn, f« ^^t''/ ^f'^ one jurisdiction to another Bo^h 

- TaraoS^ild^- n^'^r^Tr^"} ^ ^'^"^ *hile Alaska <n 

J 1,5) naa lW}% and the Diatnct of Columbia (n = 4) has 75% users If the 
dmtnbution of states is spht at the 50% user mark, we find tha^w7rece ved 51% 
tl^ «»P^«r the 21 "user" areas and 62 5% of aU rc 3pii use^ comrfrom 

l^^n^nte non-user" jurisdictions from which we got 49% of our 



EXPE3UENCE WITH RESPITE 

desc^be' '^r^ T '^f ^^^^ the respondents to 

u^^n^r^Tt^^ T"?!]?^ ^^-^^ '^^'"^ ^^^P^te services The non- 
^rSntLZ^^JJIS ^""^^ from responding to these items All 

t^e Ull^^S^,'^^ '^''^^ T ^^'^'^ °" ^^'^^ responses elicited from 
tne 141^ respondents to our survey who used respite during the last year 

,«.J^ I pointed out earlier, the possible forms or model of respite services are 

Wure ?n i?n-^i^ Perception .3 largely confirmed by our review^f he 

I ^I^^ L!.^ ^7°"^^. ^""^"'^ ' '-^'^ diversity, we presented respondents with a 

KaUveT lolntunn^^^n^ f'"^ ^"'^^"^^ alternatives and .even out-of home 
Sfie« L Vn^.nH m T K ^en of these types other than rhe 

nfo,^«t^^n«^K ^ f^^^ ^ ^¥ '^^'^ exception to this wah an effort to elicit 
p":rthe s^ ^P-^^-'^ -—^v day cat'' 

Availability of Respite 

lUdpondents wsre asked to identify tho modeb of respiU* that are available .n 
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TABLE I 






AVAILAfllUTY, UTILIZATION, A 


DESIRABILITY 




OF VARJOUS RESPITE 


MODELS AS REPORTED BY RESPITE USERS 


AVAILABdJTY 


UTILIZATION 


DESIRABOJTY 


MODEL REPORTED BY 


REPORTED BY 


RATING 


X 


OF USERS 


% OF USERS 


IF NOT 






IF AVAT-ABLE 


AVAILABLE 


IN-HOME 








FAMILY, FRIEND NEIGHBOR 


62 23% 


76 6J% 




TRAINED RESPfTE PROVIDER 


44 69% 


32 61% 


1 1 


UCENSED PRACTICAL NURSE 


1671% 


32 63% 


8 


FORMAL R£5PrrE AGENCY 


42 U« 


45-1% 


7 


OTHER PERSON 


17 99% 


6150% 


10 


OTHER APPROACHES 


^31% 


71 05% 


NA 


OUT-OF-HOME 








FAMILY. FRIEND. NEIGHBOR 


42 14% 


61 85% 




PRIVATE HOME 


26 42% 


40 4S% 




R^PITE CENTER 


2210% 


16 65% 




GROUP HOME 


5 17% 


5 48% 




INSTITUTION 


6»4% 


12 24% 


12 


DAY CARE PROVIDER 


13 46% 


32 11% 


^ I 


OTHER 


t 42% 


30 00% 


1 1 
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their convmumty The responses to this question are found m the first column of 
Table 1 For both in-home and out-of-home respite the most available form is the 
largely informal netv^ork of family memoers, friends, and neighbors h. the in- 
home category, a tramed provider and a respite agency are listed as most available 
forms of reSDitB after the informal network We interpret the "Other Person" that 
is available m P 99% of the cases to be essentially a sitter with no specialtzpd 
trainmg The fact that a Licensed Practical Nurse (LPN) is identified in only 
16 71% of the responses may indicate a lack of need and knowledge rather than 
availability It is unUkeiy that most people would think of this highly 
professionalized approach as viable unless they needed it because of a family 
member's medical condition Idiosyncratic approaches to in-home- respite were 
reported 5 38% of the time 

For out-of-home respite care, private homes (again the untrained "sitter") and 
respite centers are indicated as the next most available forms after the informal 
network Community day care is perceived as available in 13 46% of the cases We 
were surprised to find that group homer and institutions were only available 
5 17% and 6 94% cf the time respectively A small number <l 42^) of the 
respondents reported unique approaches to out-of-home respite 



UtillMtion of Respite 

The second column in Table 1 reports tlie percentage of time a particular 
approach to respite is reported as used when it is identified as available It 
should not be surprising that the approaches that are dependent on individual 
arrangements are the one most freauently used when they are available 
Interestingly, trained respite proviaers and agencies are only used about 50^ of 
the time LrNs, respite centers, and day care providers are all used about the 
same amount of the time The least used options are institutions and group 
homes It ather surpnsmg that the institutional option is used about twice as 
often as group homes 

The figures on Table 2 take this rate of utilization one step further and 
present the average number of hours that each respite option was used m one 
n.onth The second column of this table indicates the number of respondents who 
use. I chat option Although used by a relatively small portion of the sample, the 
Licerspd Practical Nurse were, on average, used for the greatest number of hours 
In summary, 90% of all respite users utilize an average 28 27 hours of m-home- 
respite per month This figure "^eems to indicate that where it is available, families 
are making good use of respite 

The high average hourS of use associatpd with private homes, respite centers, 
group homes, and institutions suggest that these out-of-home options are usually 
used for overnight staya The few hours of monthly use of community day care is 
interesting This seems to indicate that very few parents of children with 
disabilities are able to use day care in order to work on a regular basis The 
average monthly use of out-of-home respite is 22 3 This represents the ufige oi 
34 9% of all respite users The figure of 43 7 hours a month of average use for all 
forms of respite indicates thjic thpsp families are making use of both in-home and 
out-of-home options m the same month 

The dato indicate that 479 user households used only on** type of 

respite option A nearij equal number <n = 472) used 2 types of respite 23*^^ of 
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TABLE 2 




AVERAGE HOURS OF VARIOUS MODELS OF RESPFTE 


USED IN ONE MONTH AS REPORTED BY RESTTTE USERS 




AVERAGE 


PERCENf 




NUMBER OF 


OF RESPFTE 


MODEL 


HOURS USED 


USERS 


IN HOME 






Family, huend NEiCHtoR 


I* 75 


55 682% 


THAiNEO K£SnTE PKOVIDEK 


IS 77 


27 316» 


UCENSED PXACnCAL NUR5E 


T7 28 


6 412% 


FOItMAL K£SnTE AGENCY 


J7 6l3 


22 563% 


OTHER PERSON 


yo9\ 


14 610% 


OTHER APPROaCHEJ 


23 07 


4 719» 


AVERAGE IN-HOME USAGE 


28 27 


90 097% 


0UT-dFHOM£ 






FAMILY FRIEND NEIGHBOR 




30 337% 


PRIVATE HOME 


26 45 


12 823% 


RESPITE CENTER 


31 41 


9 821% 


GROl'P HOME 


«3 ul 


0 3 23% 


INSTTTUTION 


44 -^5 


1 :99% 


Day CARE PROVtDER 


2 41 


12 744% 


OTHER 


5 85 


4 383% 


AVERAGE OUT-OF HOME USAGE 


22 30 


J4 903% 


AVERAGE USE OF ALL TYPE OF RESPITt 


33 Z5 


100 000% 






r» - 1232) 


301 re«pon«lcnt> uMd both u> hoiiM tnd out -of home mpi^c 
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r««jpit« UMra employ 4 or 5 altemativea Three respondenta report using 6 or 7 
different models of respite withm on. -nonth. The average household used two 
types of respite In some cases, this reflects a use of several forms of the same type 
of respite, rather than the use of one m-home and one out-of-home cr xlel. In fact, 
38% of users report multiple forms of m*home respite, while 27% used several out- 
01-home options. 

Of respite users, 83% mdicated that some part of the respite they used was at 
least partially subsidized by some source of public funds When we asked how this 
pubhcly supported respite was allocated, 59% of users mdicated that the had an 
average aaocauon of about three days of respite per month (2-1 82 hours) Twenty 
(flHLJ^°* the allowable aUocaticn was and 

16 2% reported that respite was allocated on an "as needed" basis. In response to 
quMtions about the need for additional respite, 40 93% of respite us«rs said they 
needed an average of 18.3 more hours of m home respite each month 16 61% of 
the users felt they could use 20 4 more hours of out-of-home respite each month 



Preferred Model* of Respite 

The final column of Table 1 shows the desirability lating of certain forms of 
respiU amongrespite users m areas where that approach is currently not 
avaLable. The rating score reflects the rankmg of these approaches based on the 
number of times each was selected as desirable These ratings seem to 
deinonstiate a clear preference for less formal and mdrndual relationships with 
providers (family, friends, and neighbors and mdividual tramed providers) 
Kespite canters and dav care providers are ranked closely together as the next 
most preferrwi options followed by pnvaU homes Formal agencies and LPNs 
seem to tali topther as a groupmg of professionalized approaches which are not 
quite as desirable as the more informal approaches These are followed by group 
homw The somewhat ill^efined options of "other person" m-home and "other" 
out-of-home are found next m the rankmg The sample sees respite services in an 
institutional settmg as the least desirable option This mirrors the relativelv low 
rate of utilization observed for thw option " 



Experience with Providers 

In the next group of variables we examined parents' experience with respite 
providers We found that there is wide variability m the amount of control that 
parents have over selecting the person who will be their actual provider 
^5u^p^amgly in 23% of the cases some care giver have no input into the selection 
ot the respite person Moi»t care givers feel that the individuals providing respite 
services are relatively well qualified About 72% of the respondenta feel that 
providers are well or very highly qualified 

At additional set of oueat^ons explnred the degree of flexibility o» providers 
around being sitters for sibhngs without disabihties in addition to providing 
respite hr the member of the family with a disability 57% of the responding 
respite users indicated that their providers were willing to watch other children 
Irniost cases (52 74% of users) thare was an additional charge for this services 
which averaged $2 82 per hour 

Cost From a public policy' perspective two imporUnt questions are 1) how 
much do these services cost the public sector, and 2i how much does this thing 
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SSmSS^ ^JlSi^i^^ ?^,f ^•^•^ ^ but, from the 

^^^^t T?*^** ^"•^ ^^^^^ infonnauon Respondents 

,!!!!JIJrS rembupMment nt« for publicbr submdized rwpiU The 

-^^^^ who c^ted 
''£i^i''"f^j'° '""» '°"'='> °">°ey been spent out of Docket 

po^u^rwTc\°'|^r.r£»^^^^ 
oTsj^?r»^-SK'^u-»^^ 

Scheduling In converaationa with parents, project ataff have been told that 
r^iU agency requirements for advance^sSedulig wereTmi^^^^^ 
S^?Lt^rr^'*^°^ ? ^ tL Xe'^ela^ of 

[h!^.MfJ^ A ''V^^ "2' particularly nexible or reeponawe to 

[hS^ wiSka S f^nf ^? ^^.^^ '^"^ time la more 

SSlhT^r^ the^n^j/ p^'' "'^^'^i* scheduling requirements 

i^ST! «$rt!ml^}, "^^^^r* that 465% of the rS^wndents 

worr. witn a system which does not respond to their needs 

so mMri^^Kl^^ "^^Jf' w whether the system of respite is able to respond, not 

SL« JeD^rt^Ltt^'h^^ « t?*.^^''^'^"^'' ^""^ ^ °^«J" ^ 7% of resp?tL 
users report that the system that they use cannot usually meet thoir nppd« in « 
une of emergency Only 27% of the sample report sX^enrnexib LS^resr^nd 
to a mais An almost equal number (26 S%) mlScato that they^^ 
encounured a cnais m which they needed emergency respite sup^rt 

whicW ^wJfh^^'^M °J ^*»P»^ were asked to identify 

tTe^ nroifaS^ P^S^ with respite they had encountered Table 3 presents 
ipl^ti mT* °^tl^ according to the frequency with which they were 
^ JTrW^^r^'u"*^* P^J*^*** was encountered by 2 majonty of the us' ra However 
about 40% of them indicated that limited allocauon of respite time^^fthpn^rto 
hem S.T^r^"' with a stran^r wer7p?obien; fo 

tnem The scheduling issue discussed in the previous section was cited bv 2fi qfto^ 
of the users A quarter of the respite users had encounSrS p^e^^v^^h the 

^ °i '^r'"* ^'"^ "^"^^^^^ ahnost 23% had umque pT^bl^i^ which 
£ th?,^. categones provided on the questionnaire G^^erthSf resp^den^ 

wer^iXfr^rvV'P''' " ^ 'hat s^me JXm 

Iif K 1 infrequently Issues such as source of referral, cost, waiting list 
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TABLE 3 




PROBI JnuiS ENCOUNTERED BY FAMILIES USING RESPrTE SERVICES 




PERCENT OF USERS 


PROBLEM 


REPORTING THIS PROBLEM 


TOO LTTOE TDm ALLOCATED 


40 t« 


RELUCT AKT TO USE STRANGERS 


» 5» 


TOO LITTLE TIME TO MAKE AJUtANGEMENTS 


27 0% 


POOR QUAUTY OP AVMLABLE SERVICES 


25*% 


OTHER REASONS 


22 7% 


LACK OP REFERRAL INFORMATION 


20S« 


AVAUj^k£ SERVICE TOO EXPENSIVE 


18 l« 


DtSAjn-mr did not nr eugiriuty criteria 


It 3« 


EXTENSIVE WAITINO USTS 


ie3« 


ADDITIONAL COST POR OTHER CHILDREN 


171* 


LACK OP PVIUCLY SUPfORTED RESPITE 


14 9% 


AVAILABLE SERVICE INAPPROPRIATE 


142% 


FAMILY DID NOT QUAUFY FOR SUPPORT 


12 0% 


LACK OP TRANSPORTATION 


61% 


PROiLEM WTTH THE PERSON WITH A DtS ABILITY < 3» 
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mpit«, and their sense of the degree to which the system of service will improve 
over the next few years Respite users a/ 3, in general, fairly satisfied with che 
respite options which thtnr use 59 3% of users indicate that they more satisfied 
than not, while 20 6% of fall at the other end of the satisfaction distribution This 
high level of satiafaction is paralleled by the impact that faniihes attribute to 
respite servicee 74% of the famiUes reported that this service has made a 
siguificant difference in their abdity to care for person with a disabihty at home 
On the other extreme, 17 2% of the respondents were neutral in their evaluation of 
the value of reepite and 8 9% tended to minimize its aHect 34 6% of the respite 
uaera mdicated that without respite services they would have considered out-of- 
home placement for their family member 

When we explored whether the respondents feel that they have adequate 
mput mto planmng services and sufficient control over the services, only 37 3* 
and 32,6% of respite users, respectively, expressed satisfaction with these aspects 
of the service systom This low level of satisfaction with the system is echoed in 
the range of responses to a question which asked for an evaluation the potential 
for positive growth m th? community's system of family supports Only 3 9% of 
the sample mdicated a high expectation for change 12 9% of the respondents 
were optimistic, while 45 3% had limited expectations 37 9% of the sample had 
essentially no expectation of change for the better 



Why RMplte? 

A final group of survey items asked users to identify the reasons they used 
respite Table 4 displays the results of this section The frequencies reflect the 
percentage of users who identified a particular reason for using respite As we 
review the results, it is very difficult to separate the first two reasons listed - 
clearly time for socialixmg can be a major way to alleviate stress The next two 
Items m the listing make an interesting >air in thetr complementary concern for a 
member of the family other than the tare g^ver Specifically the use of respite as a 
method for expandmg the social experience of the person with a disability is 
intngumg Respite can and is uf ed to fulfill the role that social networks and 
community mvolvement? provide for children without disabilities The relatively 
low ratmg of respite as ^hild care for parental employment leads us to wonder if 
that niight not be a function of the relatively prosperous nature of our sample in 
a less ainuent group, we would expect to see a greater need for respite for longer 
penods of time durinf, the workday 



NEEDS FOR INFORMATION AND SERVICES 

Both respite users and non users were asked to complete the balance of the 
items on the survey These items dealt with the content and format of materials 
which may be developed as a result of this project and entailed prioritizing rpspite 
withm the framework of other forms of family support 



Information Ne«ds 

Table 5 ranks 13 types of information in thp order oi uieir rating by all 
respondents Over 90<i of the respondents rated each of these options on a 5 point 
rating scale d least preferred to 5 most preferrpd) The bcorps in the ratmg 
column reflect the average scores Oi^socinied with these items While the spread on 
all of the Items is only one point. :t i3 interesting o note that items seem to fali 
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1 TABLE 4 




1 REASONS FOR USING RESPITE REPORTED BY RESPFTE USERS 




REPORTED BY 


REASONS FOR RE'^TTE 


% OF USERS 


TIME FOK EffTERTAININa/SOClALIZINO 


75 92% 


ll£LI£F FKOM EMOTIONAL STKESS 


73 5l» 


TIME * ATTENTION TO OTHFR FAMILY MEMBEJU 


59 31% 


SO FAMILY MEMBER CAN HAVE CO^fTAJT WITH OTHERS 


42 S5» 


Vacations 


*2 2l% 


TIME FOR HOUSEHOLD ROUTINES 


4) 29« 


EMIAGENCIES 


39 59« 


TIME FOR EMftOYMENT 


29 46% 


ILLNESS IN THE FAMILY 


27 97% 


ASSISTANCE BFFORE OR AFTER SCHOOL 


Z\65% 


OTHER 


12 ll« 
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INfOKMATKiN DCSOtES BY FAMILIES TO ASSOT THEkl 



TYFI OF IKPORMATION 


AVfEAflS IUT1N0 


90URCU OF FUNDOtO FOi SUIVICEJ 


4563 


HOWTOUCtinr.TlAIN ASUPUVUIPtOVIDEU 4432 


VAUOUS USPm ALTEW4ATTVES 


4 2Si 


UNDEJ15TAN0INO OF THE UKV1CE STtUCTURE 


4 136 


HOW TO AOVOCATS AND LOM Y FOt CHANOE 


4 106 


KNOWUDOtAlLB FOFLS TO CONTACT 


4063 


HOW TO fVALUATI SERVICES 


40X 


HOWTO W0« WTTH FROVTOEJU 


3 999 


DESOUmON OF MODEL PtOailAM5 


3 991 


AVAILABLE FAMILY JCFFOtT OFTTONS 


3 930 


HOWTOOItOANIZE 


3 rj 


CONTACT WITH oTHEJt FAMILIES 


3 660 


OOCUMEKTaTION of HESfTTE J VALUE 


3639 



ryp£5 OP 5U7POKT SERVICES DESIRED BY FAMILIES 



TYPE OF SUPPORT 



AVERAGE RATINO 



FUTURE FLANNINO 
SFECIALITED SERVICES 
TEMPORARY IN HOM£ RESPITE 
SUPPORT FOR TUS WHOLE FAMILY 
ADEQUATE HEALTH COVERAGE <1N$URANCE) 
FINANCIAL ASSm-ANCE 
INFORMATION AND REFERRAL 
OAY PROGRaMMJNO 
TEMPORARY OUT OF HOME RESPTTE 
U44 1- ' . 



293 
772 
) SS9 
3 336 
3 335 
3 331 
3090 
3 012 
2 934 
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into related cluat«r« The first three reflect a functional perspective on the 
knowledgenecesMry to organize, manage, or at least fully undersitand respite 
servicee The next three i^ama are concerned with the skills and knowledge 
needed to ethieve syatenuc change The next pair of items focused on working 
wuh and e' alutung direct service This is followed hy information on two types of 

Z!!^'^*'*' grassroots organuing The least 

desired in/ormation is documentation on the value of respite This is not 
surprising since all of the respondents to this survey have clearly demonstrated 
the hi^ value which they place on respite They do not need further resear h to 
conTinn their own knowlrdge 



To put this project with it emphasis on respite in context, the final series of 
iteirs on the survey asked respondents to rate nine forms of family support 
services, including in-home and out-of-home respite, according to their level wf 
need for that support. Again the ranking was on a five point scale with a higher 
8cor« indicatinea greater depee of need- Each item was ranked hased on its 
average ratmg by all respondents Tahle 6 presents the results of this rankin g 

It IS imtwrtant to pomt out that although "respite" was the focus of this survey 
and re^ndents are very interested in this topic respite is not their most pressing 
need In fact out-of-horae respite (as opposed to in- home respite) received the 
lowest neeo rating of any item The highest rating was given to a need for 
assistance m future planning to assure the long term well-being of the family 
member with a disability This war ''oUo^ved by a need for specialized services 
which addressed the disability related needs of the persor In-home respite was 
ranked as the third highest priority item Suppo-^- wh'-h address the needs of the 
entire family (sibling counseling, etc ), adequate i > th insurance coverage, and 
nnanciai aasistancs to meet some of the costs associattid with their specialized 
needs are found clusUred together in ^he center of the ranking A need for 
infoi-mation and referra' to services and a need for day programming round out 
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Chairman Owens. Thank you. Ms. Jennifer Cernoch'^ 
Ms. Cernoch. Mr. Chairman and members of the committee, I 
am Jennife: Cernoch, Project Director of the Texas Respite Re- 
source Network. 

The Texas Respite Resource Network was establish n 1985 as 
a grant project of tb'- Texas Planning Council for elopmental 
Disabilities in response to the trei.iendous need for respite care 
services in the state of Texas. 

As a state information clearinghouse and technical assistance 
networl', Texas Respite addresses issues . .ating to respite care 
and we identify, initiate and improve multifaceted respite re- 
sources. 

Since our inception, we have broadened our focus to include the 
implementation of three model pilot projects that I will talk about 
in a minute. By default we have become the national data center to 
provide technical assistance to parents, agencies and programs 
throughout the United States, because currently there is no such 
service. 

Respite care is typically defined as any type of relief care allow- 
ing families the opportunity to take a break from the caretaking of 
their children with disabMities Respite can include temporary 
relief ra^jing from a few hours to intermittent custodial care rang- 
ing up to a few months. 

This temporary relief may be provided either in the family's 
home or in out-of-home settings in the family's community. Vhere 
are many types of models of respite care programs, but one of the 
most important things to remember is that respite care is a service 
oriented toward the whole family. It is not a program specifically 
designed as a treatment plan, recreational activit> or day care 
services for children with special needs 

Respite is part of the overall support system that families need 
to maintain their children at home Respite is a necessity, not a 
luxury in our society. 

In 1980 respite care was the need most frequently requested by 
families of children with developmental disabilities and special 
health care needs As we progress toward community-based family- 
centered caie programs, respite becomes a vital service for lamilies. 

However, most communities are currently not able to provide 
this important service to families. Lack of funding, as always, be- 
comes a major stumbling block in the provision of respite care serv- 
ices. 

Many states and local communities have now realized the impor- 
tance of respite care, bat the need for services far outweighs the 
actual provision of the care. Most respite care programs repr t to 
us across the country that ihey have i vaiting list for services, or 
many are having to li'^it families to the number of hours that are 
available. 

Through out networking efforts in Texas alone, we have identi- 
fied approximately 105 respite options to meei ihe needs of nearly 
270,000 Texans with developmental disabilities. Calculations from 
these statistics would indicate that each re.^ite program should 
serve over 2,500 families 

These figures are overv/helniing Wit^ 'ir. ^ed funds avail'^ble, 
most respite nrograms can serve approxmip^'^ly 200 families in 
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their geographic area, and that is a lot In Texas alone this wonld 
leave over 240,000 families ..nserved. 

In addition to these figures, the Texas Respite Resource Network 
has received over 1,500 calls and letters from families, agencies and 
governmental entities during the past three years since our ii*-ep- 
tion seeking respite care services, general information and techni- 
cal assistance Approximately (iO percent of these calls originate 
outside of Texas. 

As an example, we assisted a family in New Jersey who desper- 
ately needed respite care services after writin^^ a letter to the 
White House Through our networking efforts the family was re- 
ferred to a program within their area and they are currently re- 
ceiving services. 

These limited statistics and examples indicate the tremendous 
need for services and the lack of services therein. The benefits of 
respite care far outweigh the cost of any program development 

In the f'-w studies that have been conducted to date, it has been 
generally purported that respite care has proven to be an effective 
means of reducing family stress and preserving family unity. In ad- 
dition, respite care costs approximately on ^-fourth to one-third the 
cost of institutionalization. 

From a preventive perspective, respite care assists in keeping 
families together and minimizing possible abuse and neglect situa- 
tions. 

For families respite spells relief relief from the twenty-four- 
hour-a-day caretaking of their child, relief to sj^end time with other 
family members, relief to overcome that sen^e of isolation, relief to 
run errands or take a vacation, activities that are part of our daily 
lives. 

^^or the majority of families with children with special needs a 
qualified, trained provider is a must for them to participate in 
these daily life activities that we all participate in 

Because of the disabilities of their children, families are not able 
to hire a sitter from the neighborhood and many of them do not 
have extended family to care for their children. 

Respite traditioiially is not medical intervention services provid- 
ed by many home health care agencies, but rather for relief care 

In addition, respite should not be confused with daily child care, 
of which there is also a need in our country Respite is that tempo- 
rary relief. 

In the three model pilot programs that we have developed 
through Texas respite, one of our programs, called Respite Care of 
San Antonio is a very innovative program providing respite serv- 
ices in the family's heme or through host families. 

In the short time that this program has been in operation, ap- 
proximately fifteen months, over 170 families have registered to 
use the service and approximately twenty new families register 
every month. 

Respite Care of San Antonio, supported by a consortium of fund- 
ing entities, is an excellent example of a broad-based continuum of 
respite care options. 

However, because our funds are limited, families are only able to 
use the service 240 hours per year, or ten days out of 'M)f) calendar 
days a year 
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Families use this service for a variety of reasons As an example, 
one family uses the service on Sunday morninps to attend church 
services. This is an activity that they have not been able to do as a 
family, as a whole family, in over thirteen years. 

Another family used the service to attend their daughter s high 
school graduation Finally, one family used respite crre to obtain 
one night's worth of sleep without interruption, sonething that 
they had not had in a number of months 

The second model program that we have staited through Texas 
Respite is called the Respite Station Thib is a unique hospital- 
based respite care program offered as a joint venture between 
Texas Respite and Santa Rosa Children's Hospital. 

The Respite Station offers families of children with severe medi- 
cal conditions living at home a safe environment for the provision 
of respite care 

This model was implemented as a cost effective means of provid- 
ing relief care to an ever-growing large population of children with 
severe medical problems that are many times unserved 

In our third model program, Family Respite Care is an in-bome 
service offered to families of children with chronic mental illness 

I have rnentioned these model programs to you as examples of 
creative initiatives in the provision of continuums of respite care 
options for families and to indicate the effectiveness to you of con- 
sortiums of funding from government agencies, state revenue, pri- 
vate sector and community resources All of these resources put to- 
gether are important for the delivery of quality respite care serv- 
ices 

In conclusion, I would like to say that respite care is a vital and 
necessary component of family support systems It cannot stand 
alone. Please know that for these families respite care is truly a 
gift of time 

Thank you for the opportunity to present this inforniatjon on 
behalf of our families 
[The prepared statement of Jennifer Cernoch follows 1 
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Mr. Chairman and Members of the Comniittee. Good Morning. 

I am J«-nnifer Cernoch, Pro,ect Director of Texas Respite Resou- ce Network 
Texas Respite Resource Network (TRRN) was e^taDlished in 1985 as a grant prujtct 
of the Texas Planning Council for Developmental Disabilities m response to the 
tremendous need for respite care services As the state int. ation c''earinghouse 
and tecnrical assistance network, TRR[J addresses issues relating to respite care 
and identifies, initiates and irriproves -I'u Ui -f aceted respite resources Since 
our inception, Texas Respitp -u^ l)roa'j"ied its foci.s to include the implementation 
of three moael pilot prngrans in i,-.Dite ca;e and tu provide technical assistance 
to parents, agencies, anH progra^is thrui^hout thtj United States These additional 
activitips have ' ppn dPve^)0(->d tn hpttpr mppt t h»> hpoHc nf fa^iiiet 

Respite care i^- tvpicaMy dtsfined as any type of renef ca^e allowing families 
the opportunity to t.Ue a break fron the C3retaking of their children with 
disaDilities Respite C3n include t(.^'ipjr3r^ reli-^t ran^jinq frOm a few hours 
care to intermittent custodial rve '-in^jtn.^ jp to a few months Tni'. temporary 
relief may be provided nn ^nHr^cnc, ur. cr on a pp'-uJic or regular basis 
either in the fanily''. hn-,e or ir ujt-of-ho.re settings basted in the family's 
cotHTiunity There are '^ny types -if -rnit K rf respite tare programs, 
but onp uf ti^p mosf inpf>rtjnt tninqs tn rt^^ember i that re spite care is ^ service 
oriented towards th>j whol e fjn ily ! t i not a pr ngr am speci f i r a 1 1 y dps 5 gned 
for rhiidrenwith disabil'ties hs a trtit^^nc pldn, recrt-a 1 1 ondl activities, 
day care services Respite ts part of the o.trall buppo. t systpn that families 
need to maintain their rh'ldrLn it hnm Re pitf is a n.^cpssuy, not a luxury 

In 1980, respite - ,h /.is the n» f J mL.^t fr^^^J.Jnt!y leqjtsted h, faiiilies 
of childrL'n v*ith rjp . e 1 , ,p' enta 1 d i ^ ^L' ' 1 1 1 1 r ^nJ '.ppcnl ho 1th nppd^ As we 
progress t^wa-ds cn.^ra.n i t^-b j' c f^-^My- ►ntMPj r.ire prrqta^^s, respite lecomes 
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a vital service for families However, most comunities are not able to provide 
this important service to families. Lack of funding, as always, becomes a major 
stumbling block in the p-'ovision of resf-Ue care services. Many states and local 
communities have now realized the importance of respite care, but the need for 
services far outwpighs the actual provision of respite care Most respite care 
programs report a "waiting list" for services or mary are having to limit families 
in the number of hours that are available Through the networking efforts of 
TRPN in Te?i:s, approximately IOj respite options have been identified to meet the 
"2eds of nea.-ly 270,000 individuals with developmental disabilities Calculations 
from these statistics would indicate that each respite program should serve over 
2,500 families These figures are overwhelming With limited funds available, 
most respite prograns can serve approximately 200 families in their geographic 
area. In Texas alone, tms would le^ve over 240,000 families unserved In 
addition to ttiese figures, Tex^^ f^espite Resource Network has received over 1,500 
calls and letters from families, agencies, and governmental entities during the 
past three years seeking respite care services, general information, and technical 
assistance in the establishment of respite care services Approximately 60% of 
these calls originate outside of Texas As an example, TRRN assisted a family 
in New Jersey who desperately needed respite care services after writing a letter 
to the White House Through networking efforts, the family was referred to a 
program within their area These limited statistics and example indicate the 
tremendous peed for services and the lack o* '"ervices therein 

ThL benefits of respite care far outweigh the costs of any program development 
In the few studies that have been fonducted to date, respite care has proven to 
be an effective means of reducing family stress and pre^.er^'ing family unity In 
addition, respite care costs appro* imste 'y one-fo'jrth to one-third the cost of 
institutionalization From a preventatwp pt- rsp'-"'ct ive, respite care assists in 
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keeping families togpther and minimizing possible abuse and neglect situations 
For families, respite provides relief from the 24 hour a da^ caretaking of their 
Jnldren with disabilities relief to spend time with other family nembers 
relief to overcome the sense of isolation relief to run errands or take a 
vacaticn activities that are a part of our normal daily lives For the 
majority of families of children with special needs, a qualified trained provider 
IS a mus^ for them to participate in daily tasks and activities. Because of the 
disabilities of the'r children, families are not able to hire a sitter from the 
neighborhood and many do not have extended family to assist in the care of the 
children A qualified trained prov.der, who the famly tru.ts, is necessary, for 
the provision care Resp u .s not medical -nUrvt^ntion services p-ovided by 
man>' home health care agencies, but ratner, relief care for the far^^ily In 
addition, respite should not te confuced v.,th daily child care of which there is 
a need also in our country Respite is X^ npjnry relie* presided to the whole 
family so that they can ^^njoy daily lite a.tivUies 

In the three model pilot proqr3ns de/el,>ptd through TRRN, Respite Ure of 
San Antonio is an innovative progran pro;ij,nq respite ser^Kes in the family's 
home or through host fanil^es In the sho- 1 t nre that thu. program, has been in 
operation (lb months), over 1 /G f j^iOies Ua.v reqisterPd to use the service and 
approximately 20 new farnHies r. Mer y month Pespi^'> Care of San Antonio, 
supported by a c0^S0r^ r, of f.n.jing s...rcrs, i. an excnUent e^anple uf a 
broad-based continuum of r.-pit. .ptmn'. Howt^er, because of limitpi turns, 
familtes are only able ti> u'.l tne st-r-.M^ ^Vj h>,ur^ per year or K Uiy^ Out of 
365 days Familie-. use this s.r.i>. for a vjrut, it reasons As in , ^ 
one fa'Pily jse^ the ser;iit .jv ' ,i,rn,nr. t.. u rhurch s^r.ires mh 

activity that they havn uoi ^.n .[,1.> t . do as a ti il/ m o.er U ...jr. Mn.thrr 
family us-rj th. trv.f^ tu jM.rM th' • >)j,/,t.r- h^h h, i - ,fi,,n finally. 
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one family used respite care to obram a night's sleep without interruption. The 
second ■node! program. The Respite Station, is a uniqu'- uObpital-based respite care 
service offered as a joint venture between TRRN an1 the Children's Hospital, 
Santa Rosa Health Care Corporation The Respite Station offers families of 
children with severe medical conditions living at home a safe environment for the 
provision of respite care This model was implemented as a cost effective means 
of providing relief care to a very large population of children that are many times 
unserved The third model prog'-am. Family Respite Care, is an m-home service 
offered to families of children witn chrome mental illnevs I have mentioned" 
thpse model programs as examples of creative initiatives in tne provision of 
continuums of respite care options for farr.ilics and to ind.catc the ef fectwcncss 
of consortiums of funding from governmental agencies, state revenue, private 
sector, and comnunity resources AH resources are impo'-tant for the delivery 
of quality respite care services 

In conclusion, 1 wo'jid like to say that respite care is a vital and necessary 
component of t jmi ly support systems It is a tremendously needed service for 
fanilies Respite care is truly a gift of time 

Thank yoj for th^ .opportunity to present information on Dehalf of families 
of children with disabilities 
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Chairman Owens. Thank you, Ms, Kathy Mandeville? 

Ms. Mandeville Mr Chairman and distinguished members of 
this committee, my name is Kathy Mandeville and I am a mom, I 
am from Bedford, New Hampshire, a community just outside of the 
city of Manchester. 

I am pleased to be here representing the United Cerebral Palsy 
Associations, UCPA is a national organization of nearly 200 affili- 
ates in forty-five states, advocating on behalf and providing a range 
of community support services to individuals with cerebral palsy 
and other severe kinds of disabilities and to their families, 

I come to you as the mothei of a ten-year-old son with multiple 
handicaps, as well as the Chairperson of the New Hampshire 
Family Support Task Force. 

The Task Force was a legislatively created committee in New 
Hampshire whose mission it was to study the needs of families 
caring for severely disabled children at home and to make recom- 
mendations to the New Hampshire legislature on what family sup- 
port ser/ices were necessary to enable the developmentally dis- 
abled child to remain in the home and not to be taken away or 
placed elsewhere. 

That Task Force met for sixteen months and released its findings 
this past Jimiary. I have brought v/ith me the summary report of 
those recc^^kndations for your information and a copy is also at- 
tached lo'^^estimony for the record 

I am married and the mother of t^ree children, I have a picture 
of our family which I will share with you. We are a feisty group, 
James is ten and he is our child with d'sabilities Elizabeth is seven 
and Margaret is four-and-a- half Tht/e is never a dull moment 
around our house. 

The life event that brings us together m this room today was 
James' birth ten years ago Richard and I had been married for 
about five years. I was the nurse consultant for prenatal services 
for the state of New Hampshire and had recently been recognized 
for my efforts in the prevention of birth defects for the March of 
Dimes. 

Richard had recently been named president of the local two-year 
community college in Manchester and we were anxiously awaiting 
the birth of our first child. 

James was born and was very beautiful. He was also very lethar- 
gic at birth. He seemed to perk up some, but about four hours after 
birth he started having seizures that went on tor a full twenty-four 
hours. 

The first week brought us the knowledge that he had suffered 
significant trauma to his brain, but that h(. would live. The second 
week told us that whatever damage he h:id had was probably gou g 
to be permanent and extensive. 

At this point, by age three, we were describing him as a child 
with cerebral palsy and I did not know what cerebral palsy was at 
that point. Cerebral palsy means that those areas of the brain that 
te ae muscles what to do are some way damaged, and James has 
cerebral palsy and he has interference with his body moving and 
acting in a functional way throughout his entire body 

He is described as being profoundly retarded To me that sounds 
like somewhere between a cantaloupe and a rock James is not 
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that. He has far more of an affect and an ability to hear what is 
happening and to know what is happening and to understand some 
words. 

He is a very beautiful child His head circumference, his brain 
growth and what he looks like is that of a very attractive child, but 
whose head is about that of a six or eight month old, so he has a 
fancy term called "microcephaly.'' 

He is totally dependent. Last fall he weighed a grand total of 29 
pounds, which was the most he had weighed, and he had turned 
ten in November, 

It was only after a long period of time that we discovered in ret- 
rospect that the crying periods that he had had over the years were 
due to heartburn. If any of you have a packet of Tums in your 
pocket you know what heartburn is. It is not an uncommon kind of 
thing to have children who have cerebral palsy to experience some- 
thing called reflux, meaning that the acid in their stomach washes 
into their esophagus, and we discovered that in fact his esophagus 
had the appearance 01" something like raw meat. 

We had been trying to feed him for several years meals that took 
half-an-hour to an hour at a time and he had to be held at the time 
to do this, aiid we were also adding other children to our family at 
the same time, so you can imagine how exciting **ag|fenic hour" 
was between the hours of three and six o'clock i^^B^ evening, 
when things were busy anyway ' 

We were fortunate in being able to have him undergo a proce- 
dure last fall in Boston whereby they were able to prevent acid to 
go up his esophagus anymore, so that he is no longer in probably 
constant pain that he had for years. 

We also decided to do something called a gastrostomy, which was 
in an artificial way feeding him from a tube in his tummy. It 
doesn't look as bad as we thought it might. It is less frightening 
than we thought it was. 

James is weighing close to forty-five pounds now, and that is just 
since November. He has been totally transformed, out it has added 
an additional dimension to the kind of care that James needs and 
receives. 

It was not until I had the opportunity of accompanying Richard 
on a business trip when James was about two-and-a-half that the 
need for care for James for more than a few hours at a time 
became an issue or even a remote consideration. 

We had heard of the term respite care — and, remember, this was 
about eighi. years ago — from a doctor when James was a few 
months old Wliai we heard in our hearts was that respite care was 
for families who were exhausted, were at the end of their ropes, 
had problems, were unah^p to cope with their child or whose mar- 
riage was on the brink ot collapse. Those words were not said, but 
those words were heard. 

Since we had no other child care options and we desperately 
needed to get away together as a couple, we looked into a place in 
New Hampshire two hours from our home, a small residential care 
facility that also offered temporary care. Yo'i may be aware of a 
place called Cedar Crest, which is not far from the Vermont 
border. 
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We were able to get state funds to help pay for Jamie's ten days 
there, and it was only through the friend of a friend of a friend 
that we found out that even there might have been some help for 
that. 

I was going only because Richard's expenses were being paid be- 
cause it was a business trip, so that my expenses would 1 mini- 
mal. To add on to that the additional expenses of taking care of 
James at probably a hundred dollars a day would have been more 
than we would have ever looked into. Without that help there is no 
way we could have afforded that k'nd of skilled care 

We learned, having been away for even two days, that in fact we 
had been exhausted. Our energies had gone into paying the bills 
and taking care of James and not much else. We came back feeling 
relaxed and renewed and we were anxious to see him again. 

Respite ''are became the single most important support to our 
family in the next several years and is becoming even moreso. The 
opportunity for Richard and I to go out together for a few hours 
occasionally was and is extremely important. Respite care made it 
possible for me to maintain some professional activities — I am a 
nurse by background— and memberships in community organiza- 
tions, in Junior Women's Club and being a school volunteer, in 
garden club, in whatever I could come up with, that allowed me to 
feel some degree of accomplishment and success and identity. 

To go from an active professional career to being at home with a 
child who is very difficult to feed, screamed in his car seat and 
wheelchair for his first two years of life, was not getting any better 
for all the energy and effort we were putting into him, created an 
incredible amount of frustration, anger, guilt, depression and sense 
of powerlessness during those early years To have someone care 
for James so that J could just get away and out was extremely im- 
portant. 

The Family Support Task Force, whose mission it was to deter- 
mine the needs of families caring for people with disabilities in our 
state, recommended strongly that increasing the amount of respite 
and respite can^ options was very important to families in our 
state. 

We heard from over 850 families who have children who have 
significant disabilities. We heard from many families and small 
groups by phone, in personal interviews, in testimony offered 
before our committee, which was composed of twc parents, of 
which I was one, and the others in charge of services in our state 
such as special education, mental health area agencies, et cetera. 

We heard of incredible situations, from families like ours who do 
have insurance and do have an intact family and do have neigh- 
bors and do have friends, to families where there were single par- 
ents caring ^'or children with disabilities, many workmg mothers 
and fathers with several children and this happened to be the last 
child, from a few families whose children demand twenty-four-hour 
medical and other kinds of supervision, to families whose children 
are physically fine but the kids without supervision would be 
spreading feces all over their rooms or ^oing through mattresses or 
up and down the streets looking in mailboxes. 
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When you hear things like that and people j to you, how do 
you get along, you think, I'm getting along fine with what we have 
but how do you cope? 

For many of these families respite care only happens in emergen- 
cies. The purpose of respite care is to help prevent burn-out and 
family disintegration 

In some areas it is doing that In many areas it is little more 
than a band-aid, because it is only seen as crisis intervention. As 
many people have said before you today, and as I think you under- 
stand, it is not supposed to be saved for a crisis when everything is 
falling apart. It is a band-aid at that point It is supposed to be pre- 
ventive relief. 

As a mother and the chairperson of New Hampshire's Task 
Force I strongly support the need for accessible, flexible parent-con- 
trolled, parent-directed respite care options, but it is also is very 
important for me that you understand the greater concept of 
family support. 

Family support is the provision of those services that insure ordi- 
nary families faced with extraordinary circumstances that come 
with having a child with severe disabilities that they get the help 
they need without having to give up parental responsibilities and 
control and without creating dependency on agencies and profes- 
sionals. 

Family support services are designed to enhance my ability to 
care for my family, deter unnecessary placement of our children 
out of our homes and to return people living in institutions back to 
their neighborhoods and to their families. 

I am told that for a child like James, if we had him cared for 
outside of our home, it would probably be anywhere from $65,000 
to $90,000 a year We are not asking you to pay for that We want 
our kids at home and we are willing to do a lot of that work. 

Examples of family support might include such things as infor- 
mation referral, service coordination, temporary relief with respite, 
connection with other families— just to know you are not the first 
person or the only person in this world to go through this is very 
important— parent education, family counseling, homemaker serv- 
ices, adaptive equipment, home alterations— these are all examples 
of family support— transportation and access to typical community 
resources. 

I don't want to be isolated and se^^regated. I want to bring 
James, as we are able to, to our own town pool James may not 
need the town pool, but need the town pool I need to see other 
moms with kids and my other children need to be with their 
friends. We don't went to have a pool down the street for handi- 
capped kids. We want to be a part of our normal communities. 
These are the kinds of normal situations we are talking about. 

We want access to our libraries and to our parks and day care 
centers, but we don'l want them separate We want tc have them 
normal. 

Family support mjst be family-centered and flexible enough to 
respond to th< miqiie needs and circumstances of each individual 
family and th( changes over time as determmed by that family. 
Respite care is important, but for a family without other support 
its effects are short-lived 
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The funding which the Temporary Child Care for Handicapped 
Children and Crisis Nurseries Act of 198fi provides to states on a 
competitive demonstration grant basis is encouraging. However 
much more needs to be done. "trvei, 

As Americans we claim that the cornerstone of our society is the 
Pfu^ P""^^ t^^t New Hampshire takes great 
?Qfifi 'l*'!^- ^''^ ^^.^ "'"'^ financial data for Fiscal Year 

1988 on state expenditures identified in state agencies for persons 
with mental retardation or developmental disabilities, collected bv 
Dr. David Braddock at the University of Illinois in Chicago, is very, 
very depressing. e- > ^ j< 

Out of $114 billion dollars spent on these slates for services, the 

1^177 q""^-!?" ^- °" ^ ^"""'^^y °f out-of-home living situations, only 
$177.9 million is spent on a variety of family supports 

Now, It sounds like a lot of money, but when I saw the list of 
states and what percentage that represented of the,,- entire buuget 
It represented that on an average a meager 1.56 percent of their 
total budgets was directed to family support. 

In days past it is my understanding-this is not my background 
If I wanted special ed, I would have majored in it, so it is some- 
thing that 1 have come into only by being a parent. It is my under- 
standing that children like James would have been placed at the 
turn of the century and in the thirties and iorties. I would like to 
know where all the money that would have been used to care for 
nim, in that we have our kids at home righi now, has gone 

Yet where do most individuals with disabilities reside? They 
reside with us. A copy of this data, with state- bv-state compari- 
sons, is in the testimony that has been offered to vSu 
A-^Z^^^ .niajO"ty of families want to care foi their children with 
disabilities in their homes. It is better for the family, it is better for 
the child and it certainly better for government funds 

We need help to do it. We can't do it alone. I urge you to contin- 
ue your support and leadership and to assure that we will be able 
to keep our families from becoming disabled, as well 
We recommend the following items for Lhe reaathorization proc- 



ess: 



One, to make the program permanent and to reauthorize the 
program for three years. 

Two, to increase the authorization level to $20 million 

Three, to set guidelines assuring that the program is family-cen- 
tered and flexible rather than bureaucratic. We have wonderful ex- 
amples in our state of New Hampshire of how we have done that. 
It IS very simple. It doesn't have to be complex. It really doesn't 
We can get from point A to point B on a local/regional level and do 
it well on a cost effective basis. 

Four to move forward toward a state formula grant program 
rather than a competitive grant award, assuring some services in 
every state, vyith a requirement with a state financial match. In 
New Hampshire from the little I have been up at the state legisla- 
ture the word federal' is a dirty word. If they have a choice they 
would rather not get involved. They are not reaching out and I 
really teel that the federal government must take some leadership 
m making sure that states like New Hampshire and other states 
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really want to dance and to plav and to be a part of this kind of a 
program and not have a choice about it. 

To expand the service capacity in the program, to move beyond 
respite care as the only fundable service, and to grasp and to em- 
brace a concept of child support. 

There three things that I just want to speak to very briefly 
in relati to prior testimony. One has to do with this issue of tem- 
porarily landing this program. 

I would like to think that p)eople that I have met up in the state 
of New Hampshire Division of Mental Health, who are the people 
who direct most of the services for our families, would be able to 
put their time and energy more in helping families and myself 
rather than perpetually writing federal grants trying to justify 
that, again, we need the money every year. 

I would like them helping us and having people finally buy the 
concept, say it works, and have them helping us instead of having 
to write reports back to the federal government, going through the 
same information, saying "we need it again." 

I as a parent want to have the security in knowing that a respite 
program in my area is going to be there next year and n'^t inse- 
cure. I am not going to invest in something of my time and energy 
and taking advantage of that service if I don't think it is going to 
be there the year after. I need that security to know it is going to 
be there. 

Second, some thoughts on cost effectiveness. The cost effective- 
ness, I think, is obvious. James is not in a crisis nursery because 
we have built-in supports in our community. My marriage is intact. 
Rich is a wonderful friend and a wonderful human being and a 
good husband. The amount of strain that can go on and does go on 
periodically with having a child like James is incredible. 

I was humbled often in hearing testimony fiom families, to hear 
about the numbers of times that marriages broke up after a child 
with a disability was born. Families with disabilities are riok for 
splitting up and this is an expense, not just in nioney but a human 
expense. 

Having these kinds of programs allows me to be an active 
member of our community. My husband is on the school board. I 
am a school volunteer. We both are involved with service clubs. We 
both have friends. We are not just sitting in our house feeling sorry 
for ourselves. 

Having that kind of support allows that to happen. It even al- 
lowed me to go skiing this year for the first time ir ten years. It 
allowed me to tear a tendon in my ligament and allowed me to be 
on crutches and have a cast on my foot before you, but it allowed 
me to have fun with my friends and that gave me energy back. 

It allows our children, our other children— and most of us have 
more than two kids. When you have a kid with a disability and 
then you have a normal kid, you figure out how easy it is to have a 
normal kid and then you worry about their having a child they can 
really relate to, so often we have three and four and five kids in 
our families— we weren't busy enough. 

It allows them to grow up without resentment and without 
anger. It allows them to grow up to be compassionate and accept- 
ing of families and other people with disabilities 
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It allows James to stay in our home and neighborhood and be 
loved and to be, m return, a lo\ing child who attracts people to 
him and isn t just a child who just sits in a corner with no eye con- 
tact and drips on his bih and is ii capable of attractin-^ peopl- to 
him. Off 

Because he has been loved in a relaxed environment bp can give 
back love. He will attract people t^ himself in his very limited way 
tor the rest of his life when I am not around, and that is verv im- 
portant. 

Finally in relation to child abuse and neglect, if you want to 
help the kids and nrevent child abuse and neglec^ you help thf par- 
ents. That !s how you help the kids. 

I grew up in New York City and we often during the summer 
and during the spring would have on the news appeals for peoph 
to contribute to the fresh air fund, a»-d there were three of us 
growi:ig up 1^ our family and we were all fairly close in age and 
lived in a two-bedroom apartment 

My mother would say, "The kids don't need fresh air camp— it's 
the mothers who need fresh air camp. Get the mothers off to camp 
Uive them ome time with each other. Make them a m^al they 
don t have to clean up." 

That is what will help the kids. I am more patient with my chil- 
dren. I am more reasonable, I am more able to control my behavior 
w have had time with my friends, when I have had twenty 
of perce to myself, when I am able to understand age-ap- 
behavior for a two-and-a-half year old or from my child 
who has disabilities That helps me to be more sensitive and help- 
ful with my children and for me to be a parent who is not abusive 
and neglectful. We are all capable of that. It is not something that 
just exists in our cities. 

It also allows me to go off an:l get information about James' par- 
ticul^-r disabilities and that allows me to understand him and to 
help him. 

In -losing, I v/ould like to leave you with a pom m of the Center 
on jLian Policy statement in support of families and their chil- 
dren, tne complete text of which is included in a copy of the 
tamuy Support Bulletin," which is now reaching over 7,000 sub- 
scribers throughout the nation 

"All children, regardless of disability, Lelong with fami^.es and 
need enduring relationships with adults. Families should receive 
the support necessary to maintain their children at home Family 
support should bu *d on existing social networks and natural 
sources of support. 

"Family support should maximize the family's control over the 
services and supports that they receive. Family support services 
should encourage the integration of children with disabilities into 
the community. 

I really appreciate this opportunity. I appreciated hearing from 
your original testimories, people on the committee, that you have 
an understanding of this, as well, and as a mother and as a 
member of this country I will help you in any Wc-v to further clari- 
ty and heip on behalf. 

Thank you. 

[The prepared statement of Kathy Mandeville follows ) 
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Mr. Chairman, and distinguished members of this Committee: 
My name ia Kathy Mandeville and I am from Bedford, New Hampshire, 
a community just outside the city of Manchester. I am pleased to 
be here representing United Cerabral Palsy Associations, Inc. UCPA 
is a national organization of nearly 200 affiliates in 45 states, 
advocating on behalf of and providing a range of cc^uunit/ support 
services to individuals with cerebral palsy :\nd othe - severe 
disabilities and their families. 

I come to you as the mother of a ten year-old son with 
multiple handicaps as well as the Chairperson of. the New Hampshire 
Family Support Task Force. The Task Force was a legislatively- 
created committee whose luissior it was to "study the needs of 
families carina for severely disabled children at home" and "to 
make recomir«ndations to the New Hampshire legislature on what 
family support services were necessary to enable the 
developmentally disabled child to remain in the home environment." 
That Task Force met for 16 months and released its findings this 
past Januai-y. I have brought with me the summary report of those 
recommendations for your information and a copy ^s also attached 
to my testimony for the record. 

I am married and the mother of three children; jnes, who is 
ten; Elizabeth, seven and Margaret who is four. The life event 
that brings us together in this room today was James' birth \,en 
years ago. Richard and I had oeen married for about 4 years. I 
was the Nurse Consultant for pre-natal services for the State of 
New Hampshire and had recently been recognized for my efforts m 
prevention of birth defects by the March of Dimes. Richard had 
recently been named Pres dent of the local two-year community 
college in Manchester and we anxiously awaited the birth of our 
first born. James was born and was very beautiful but was also 
very lethargic. He seemed to perk up some but about four hours 
later started having seizures that continued for the next day. The 
first week brought us the knowledge that he had haH significant 
trauma to his brain, but that he would live. 

The only childcare help that we had m those first two years 
came from two or three people. A grandmotherly woman who liked 
babies and two energetic teenagers . 

It was not until I had the opportunity of accompanying Richard 
on a business trip ti.at the need for care for James for more than 
a tew hours became an issue or even a remote consideration. We had 
heard of the term "respite care" from a doctor when James was a few 
months old. What we HEARD in our HEARTS was that respite care was 
for families who were exhausted and unable to cope with their 
child, or whose marriages were on the brink of collapse. Since we 
had no other childcare options, and we desperately needed to qet 
away together as a couple, wfi looked into a place in New Hampshire, 
two hours from our home — a small residential care facility that 
^^oo offered temporary care. We were able to get state funds to 
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help pay for Jamie's ten days there. Without that help, there is 
no way that we could have afforded that kind of skilled care We 
HAD been exhausted. Our energies had gone into paying the bills 
and taking care of James — and not much else. We came back 
feeling renewed and anxious to see him. 

Respite care became the single most important support to our 
family m the next several years and is becoiulng even more so The 
opportunity for Richard and I to go out together for a few hours 
occasionally was and is extremely important. Respite care made it 
possible for me to maintain some professional activities and 
memberships that allowed me to feel some degree of accomplishment 
and success. To go from an active professional career to being at 
home with a jhild who is very difficult to feed, screamed in his 
car seat and wheelchair for hir firsc few years of life and was 
not getting "better", created an incredible amount of frustration 
angor, guilt, dep.'ession and sense of powerlessness during those 
early years. To have someone care for James so I could iust aet 
out ana away was very important . ^ 

The Family Support Task Force, whose missio-. it was to 
determine the needs of families caring for people with 
disabilities, recommended strongly that increasing the amount of 
respite and respite ::are c ions was very important to families in 
our state. We h^,ard from over 350 families -~ in small grouns, in 
phone and personal interviews and in testimony offered before us 
There were a number of single parents caring for children with 
disabilities, many v^orking mothers and families without health 

^^^"I^^^^^- k"^ ^^^"^ ^ families who have children who 

require 24-hour mon.torjng and care - the parents take turns going 
out. For many of these families, respite care only happens in 
emergencies. 

THE PURPOSE OF RESPITE CARE IS TO HELP PREVENT B^IRN-ODT AND 
FAMILY DISINTEGRATION. In some areas, it is doing that ifm^ 
areas, it s little more than a band-aid because it is only seen as 
crisis intervention" rather aan ongoing "preventative relief.' 

C€ 

are 
that 
ter 
of 
he 
with 

^^^^.^^^ ycL. uiit; neip rney need without having to aive 

up parental responsibilities ana control and without crea^lna 
dependency on agencies and prof ess ; onals . Family support se^ices 
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are designed to enhance the care-giving capacity of families, deter 
unnecessary out-of-home placements, and return persons living in 
institutions back to a family setting. 

Examples of family support might include such things as 
information and referral, service coordination, temporary relief 
or respite, connection with other families, parent education, 
family counseling, homemaker services, adaptive equipment, home 
alteration, transportation and assistance in access to typical 
community resources, including physicians, dentists, recreation 
center-., parKs, libraries, day care centers, etc. Family support 
MUST be FAMILY-rENTERED AND FLEXIBLE enough to respond to the 
unique needs P.id circumstances of each individi al family and to 
their changes over time, as determined by the family. Respite care 
is important, but for a family without ot.her support, its effects 
are short-lived. 

The funding which the "Temporary Child Care for Handicapped 
Children and Crisis Nurseries Act of 1986" provides to states on 
a competj. ive, demonstration grant basis is encouraging; however, 
much more needs to be done I As American's we claim tnat the 
cornerstone of -mr society is the fanulyl Yet the most recr2n\- 
financial data for FY 198B on state expenditure identified in state 
agencies for persons with mental retardation/developmental 
disabilities collected by Dr. David Braddock at the University of 
Illinois at Chicago is very, very depressing. Out of $11.4 billion 
spent by these states on services— the great malority on a variety 
of out of home livina situations— only $177.9 million is spent on 
a variety of family supports-^ A meager 1.56% of their total 
b. udqetst Yet, where do most individuals with disabilities reside? 
The answer is with their families. A copy of these data v^ith 
state-by-state comparisons are attached t'- my test^jtiony. 

The vast majority of families want to care for their children 
with disabilities in their own homes. It is better for the family 
It IS certainly better for the child; and it is certainly a better 
investment of government funds. But we ne--d help to do it I urge 
you to continue your support and leadership and to assure ^hat we 
will be able to keep our families from bocoming disabled as wtU . 

We recommend the following items for the reauthorization 
pT-ocess : 

1) to make the program permanent and reauthorize the proaram 
tor J years; ^ ^ 

2) to increase the authorization l^vcl to $20 million; 

- 3 - 
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3) to set guidelines assuring that the program is family 
centered and flexible, rather than bureaucratic; 

4) to move toward a state formula grant program rather than 
a competitive grant award assuring some services in every state 
with a requirement for a state financial match; 

6 ) to expand the service capacity in the program to move 
beyond respite care as the only fundable service. 

In closing, I would like to leave you with a portion of the 
Center on Human Policy statement in Support of Feunilies and Their 
Children, the complete text of which is included in a copy of the 
Family Support Bulletin (attached to testimony), a UCPA 

publication now reaching over 7,000 subscribers throughout the 
nation . 

o All children, regardless of disability, belong witi: 
f ami 1 les and need enduring relationships with adults . 

o FajT.iiies should receive the support necessary to maintain 
their children at home. 

o Family supports should build on existing social networks 
and natura] sources of support . 

o Family s ^pports should maximize the family's control over 
tho services and supports they receive . 

o Family suppo.t services should encourage the integration 
of children with disabilities into the community. 

Thank you for the opportunity to gi"c testimony on Family 
f-ut^port and Services. I will be glad to answer any questions you 
pay have . 

KATHY MANDEVILLE 
Bedford, Ne* '^impshire 
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Jor tde Cove ofourfamiCks, 
for the sa(<:e of us alL 







, our GrOl^nmite migfibqrs 
LegislafOrtsTasiiJarce on 
Tamit^Support 



The majoniy of New Hampshire's children 
and young adults with developmental 
disab''ilies are living al home and being 
cared lOr by their families 
This was not always the case 

B«fore the turn of ihf century many (.hiidren *nh 
disjbilities did not survive mtanc> For the mo^t pan those 
who did were cared for bv their tamilies Thev *ere 
incorponted into an extended fami'v and were pan oi the 
f^inc ot the greater community 

As doctors and other profcisionaii betame more in.oUcd 
in the field of di^bilitv family centered tare tejian to be 
questioned These experts believed medical specialists 
were better able to care for people with disabilities than their 
fa-nil-es or local communities *ere 

Institutions were built in every state Administered hs 
doctors these i;lices purponed .o offer the latest in therapiCv 
and treatment Thousands of children and *lults *uh 
disabilities were separated from Iheir Jd/nilies ar.d placet! m 
lirge, isolated sute M^hools and hospitals trom svhich thev 
never relumed 

Finally in the 1960? and 70s parcnii and nther; *iiu 
Worked on behalf of citizens with disabilities began to 
expose the shame of institutional tare Society began lo 
realize what families who had placed their children m 
LHStitutions, or who had cared for their (children at home in 
isolation alreadv Itnew Total and separate care of people 
with d'sabilities outside o*' their familv and hometown is nut 
good 

fegregation and isolation are not good for the child vvith 
disabilities They areni good far the adult who the ihild will 
bcirOme or for the family who has responsibilitv for their 
th 'd s life w^il into the adult years 

Families of the 19805 ire grateful not to be pressured inio 
placing thetr disabled -hildren but they are nut the Amencan 
h<usebolds of the 1800s who had extended families and 
simpler life stvles 

Today s famiiv may be headed by a singlr parent li mav 
be an adoptive family or a family with a stepparent and 
stepchildren The mother of a l9X0s familv is likcl) to vvork 
ouistdr the hoine 

Recent medical and technolognal advances have made 
dramatic improvements m the lives of people wi'h 
ti.sabil'ties Families however have not received (he vame 
aneniion or rtwunres in their struggle to care for disabled 
family mcmbcn It s time that changed 

This Task Force of the Legislature was convened to stixlv 
what New Hampshire can do to support ihese care giving 
families 

Please take ifte time (o review our rcommendations 
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Recommendations of the Task Force 



Legislation necessary for a comprehensive 
family support network 'n New Hampshire 



• The Governor and Legislature need in suppon le>tisUiion and 
the netcssarv appropnaiion to esiaWish ^ tnmprehcn\i\e NUie*ide 
(anih suppon ncl«orfc 

Purpose 

To asMM Jami)ie\ in whatever manner needed lo ohiam and 
mainiain ihe s<rrviLCb and resources *hich i.an hesi help them 
pr< V de tare tor ihcir familv member ai home bv 

Process 

Providing accurale mtormaiion andtim'lv relerrj' 'o ^r\ii.eN fa 
24 hour "oil free lelephorw numher) 

Providing assistance whith is sensitive unde-'stand-ng 
indiN itJualued familv dircc'ed and ^letiblc 

A\sunng thai everv region of the stale has a meajiinftful tamih 
\upp(3n plan whith rcsptMisicIv afldresses the needs ot '\cs 

^Nsunng ongoing contact wth famihrs throi<ghout the vears 

Providing flexible appropnaic service planning imDiementalton 
and cixirdination 

•^sNunng tamih mvol '<me it in monitoring Program 
ctfcctjvcncw 



Must be responsible fiir jNiiNiing lamii 
their communiiv 

Musi *ork under !he guidance of the Regional Famil' 
Council 

Must communicate requests for kxal support jnmet needN and 
barriers to the Regional Family Suppon CourKii 



\ in !ullv panikipatink: m 



V Supptin 



* rhe Governor and Legislature must expand appropnatiuns to 
fund aJI aspetti of family suppon specifically 'unding to 

Work toward the elimmalion of waiting lists tor housing 
employment heaJth care and other k.ommunii> based oprxinuni tie n 

Increase respite Lare and respite tare options 

Suppon voungst:rs in transitions from school 

Provide flexible dssislajKe (e g voucher*l 

•Mlow families to obtain suppons needed to make home and 
•'ehicie modificatio'is and purchase special equipment NUppI " and 
services not U\uaJ!v available through exis'ing programs 

To iik.ria.se earlv intervention services in order to serve all chil 
fren I'oni I 'nh to i v^ars of age 



Structun 

SlJir Coordinator ^nJ State FiJmil\ Suppnrt i luni il 
Would review the establishment ol Regional Faniih Supp<>n 

Count. iK and the lutKiions of the RejjionaJ toordinatorts) 
Would advise the Dirrc tor Division ot Mental Health and 

Developmenul Services on issues raised b> the RegioiaJ 

Loordinators and Family Support Councils as to Jk etfeLliveness of 

services 

Woulu assist Regional Famiiv Suppon <.oord'nators and families 
bv providing tecnnical issistancc training and necessary resources 
to suppon local efTons 

Re^iuruii Fumils Support Councils 

Made up of members of families of people with deselopmenial 
disabHilies within cich Community Developmental Services 
Region (Area AgeiKy) of the state 

Would appfr>vr the plan for services supporting families in the 
region 

Would advise the Regional Family Suppon >rdinaiof and 'he 
Area Agency on creative strategies ano the effectiveness ot 
pn.>grams created ^o provide meaningful suppon to families 

Rt\(it>nal fi]mil\ Support Loxirjinaturt a 

Would exist in each of the 12 Communirv DevelopmcntaJ Service 
regions m New Hampshire 

Each Area A,<encv wr aid receive fund'- to implement the 
mmprehcnsiN - ale familv suppon nciwori 

Fundny ^.,utd need to be provided bv the Division of Ment^d 
Health and Developmental Serv ices through a conif^tilive process 
to determine which lead agency or orjani/aiion is most able tb meet 
famih neeos wiihtneach reg'on 



• The Gosentor and Lej^islature must address (he need for wase 
and henefit ifKentises in order to recruit ar>d retain quaJity canng 
people who will pmvidc lasting integrated and productive NUppi>ns 
to families and to people with developmental disahil..ies 



Accessible and reliable 
infonrwition and referra' 
systems for familjes 

♦ Ml State Afencics providing services to famiheN and people 
with developmental disabilities must assure ihat all parents rrccive 
in a iimelv ma/mer wntten easily understood 'nformation informing 
them of eligtbiltty. safeguards services provided and available 
nghts and appeaJ procevtes 

♦ State and private human service tfencies must 
Develop specific strategies that address publK and professional 

awarenessof the needs families have ir canng for their children 
with developmental disabilities 

Fo*icr and facilit*tr tf»e a,se of rypicaJ communif> programs und 
services and not further isolate famines bv use "f overtv speci.'"ized 
and segregated services 

Assure thai pcnons with disabilities and their families rccrive 
a.ssistance in experiencing the same opportunities to panicipate tn 
(.ommunitv life as any other citizen 

♦ State, locml and pnvate aitencie^ must involve and suppon 
families dunng the transitional stages of lite to a.ssure that families 
(.karlv understand their .jpttons in entitlement and 
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"When all is said and done, let us ensure 



non cmulcmcni \ct\ kcs i Lniiikmeiii 
mcjnv jn jbs»)lui< tcgji nghi to hvof riis 
senicci or progrJm^ as a result ot heme j 
member ol j defined 1 1 j>> ol pcopk , 
Intanis jnd lodd'Ts rctei^c prompi 
inicr\crnum jrdiCHTdinjied rcfcrrjl 
serviLcs thai support ihc famiU and the 
c-h)ld 

Sludenis IcJMnp school ha\c jvjiljhle 
appropriate ^crMc<^ Ihjt promuir Lominurd 
learning 

Fmpkn ment pr<igrams adcijuaicK 
addrfss the impael that wjec r jminuv have 
on ^>cn^•rlt^ and ifia' \*ofk schedules 
Lomplcmcnt tamilv roulinc>, 

Ml ^•(■rv n.c"> and pf (grams has c adcijuaic 
hack support tn the escnt ihal irdnsiijun 

IS umiK-vf sstui 

^ Slalf . Uical and privair agrnci» 
serving ramilies must dmumeni tiid 
m«iniior on jnactnc i>n itoinc havis ail 
Jamtl', rcqucts .or jssisuntc a via" Aaitip« 
lists turserMtcs Thtisc rjmihcs ami 
tndi\FKiuals a'*aitin'? servitcs must 
informed of ^laie and liKal poliL\ 
addrcssink *ainng lists 
Rri;ularl> informed of their status 
\%sured o) aciise interim assisunte 
There must he jsstirantes that scrvkt 
development plans are rf ^ponsuc ui ji-ual 
unrnei nee<1s as retlecied h\, rnose * iitinu 
lists 



An inter agency work group 
to obtain a broad base of 
support for families 



♦ The t)evflopmrnU^)lsahlht)r^ 
Councii must coiivrne an inter aieencs 
\*ork itroup to h'.un ihe f>r.>adt ,i f>*AsiMi 
base t(ir state federat and I.kjI aiitni. e'^ in 
supfxirtinp families 

TTiis uroup should mcLde apprn>p<-iaie 
agens wepresentiiive «. « iJiMsinnoi 
Mental Health ind I>rse|opmer.. il SrrMus 
Bureau of Special Ldut at lot Dis-mn t 
Public Health Division of Human Ser\ , 
r>\\ .ion ol Childtcfi and Vouth Ser^t is 
Division of ViK ii(on>l ' -hahiiitjpnf ,mi 
others! rcpresentj i\ r> ->( ,he State F mils 
SLpp<>n C oiin».ei and larn'lv memher 
rrnresentmie Miner lannK t'rnups in.] 



^ri.ani^alions 
The v^ork group must 
RcMev^ anj moke retomnendumns tor 

n.rcased {1(.^it>il,i\ and responsiveness m 
praclkes rules reuulalion' [)oik les and or 
laas »!i)veming serMcfs for people v^ith 
develnpmenta' disahilities and their 
families 

in need of rf\is,nn ini lujt 

^Icdkaid program in^l eligihints 

IX'veiopmenid! Jisah 'mcs Jtiuviion 
flii;ihiliiv and uiuik iT-nt i>>u( 
I oster (.are and adoption atremali\es 
F"ie<ihilit\ in linan(.in»; s<. rMi.es 

f-iie an annual report on e^pcndil-jres 
and ids tHLcme its nude in tamiiv supp».rt 

RevieiA and i \p,ind panKipaiion in 
inlerdcpanmcnidi agreements md seek 
funding options m _ .fia[ the^ are ^jrpr,| 

♦ rhf [>fv clop mental Dtsahiiities 

Louncil musuonsene a siuds »;roijpthai 
LontinuousU reMe\*s and rei^onnnnds 
i-fianecs in all stJie and federal statutes 
^x•^a'nlnl; lo devel.ipmenijl d!saf>ili:ies 
Tht R Mills t 'hi resiev*. must inJude 
summar.ts .1} uws rcspons'hie L;inemmeii| 
agencies rights jnd appeal prixcdures and 
v^av s latiiilies can use this 'ntonna'ton to 
hast 'heir needs mil Such tnfnriiuticn 
.*i.nild V made isjiijnte lo alt tamilies o! 
yXi'ple *i!h de\eli)pnknla' dt>dhi'iiies 



Quality d3ntal 

aro '♦^ 't->rvices 

♦ V ! cxisla'ive lask ^^rce sirh tamiK 
s'ate k.ovi mment and pnvaii insurer 
paniLipat on nius, he corucned r,, siadv 'h< 
aoilahilit^ jnd aci.essihilitv ot jualitv 
dental in f health sers ties a\ailahk lo 
people A, th dcsefcipmeniai lis,)hilit!t < ird 
'he ssues ontroniiri; t mi'lirs 
S.<eL ti uK 
The reduLiioii ot ht ilifi md jetu il 

''f 'mbuisenieriUliMnce.iii "s , < 

1 1 mrnhurstniLt'i , ite pipir 

•'•ork tic 



availahk l< families .>( ^hiKlrri a nh 
dcvtloonicntal Jisahiliin.s 

Recommend Icasihlc nu thod- (it 
proviJinc affordable and t ^mprehciisiM 
health and dental ccHe'a>>e 



Identify and 'mplement 
funding mechanisms for 
family support 

♦ stale agencies must re^cicc addiiK^nal 
(undini: ideniifv aliemativ e tut'ding 
sources and .mplemtnt nev* fundjiu jrran 
k!eniPnis suih as vouchers low irlerest loans 
and other subsidv programs lo allo>A 
lamiiies to .jre tor (heir tamiK ,ncmN 
"Aiih 1 Jisjnilit. 



integrated and appropriate 
pubi'C edsication 



♦ The State Bitard or (-ducaiiun m 

fasilitate the tloelopmeni of ui,i\irsitv 
in ser. se i. jrrK uia anj cvriitii an. n 
s.andards for reizui 11 an<l pesial lJuvJI 
'hai promote 
Inte^'aiion i t ill students imv> r' luI u 
sshools and lassHKims 
Inclusion of all siudents into t.ducaiio 
programs 

Invotvetncnt ol JatTiiiies 1,1 itie tdus I'l 
prixiss 



♦ The Slate Btiard of f-dutation the 
Male Department of hdutalion im) l<Kal 
sfho**! districts must canrs kui ihe spirit 
andoriKinal t-iter.t o( KiSht [ j* 04 u: 
fju.jii'n •! 'he H^ndti ptj \, > vsfi^n 
Aofkuii; \^ith tamihes to provide a free ami 
ippnipri lie puhlic education in the least 
rcMnvtive environment Tfiai is j//,.hildr<n 
Aithdisihil'tics should attend neiirhNirhiKid 
s-htKtts A'th non disable*! [x irs v»here ihe> 
rcciof- lue apprnprijic serMies ind 
,up[s.ns 

♦ local sthiKil dfstricts Tiu,i Aithm 
ihMf 1 >i e.luc Jt'on I urrKiil I prosidc 
prepjrjio's \\\r sinll 'Miniii" thrnuiihou! the 
cdvii.. irs Piis iM-nm*; must ndudc 
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that more will be done than said," 



HH: S8 /amiii/ j>upp<7rt Ta>A. '•■"'tf Motto 



health education socialization rccrea 
ti Hi/leisure communitv tunitioning and 
vocational and carefr educAiion Uxal 
school disincts should wort closelv *iih 
adult serv'ce workers lo Assure a successful 
transition to integrated Jnd meaningtu! adult 
lives 



Legal services 
and support 



^ Atencin prqvtdmx couiuel 
must 

Help ^innhf Icarly undf''>[jnJ 
enlilletneni versus opiionai programs 

Make avaiidbic affofdabic mftirmanon ^d 
as$isLance on such issues as guardianship 
Wilis trusu and estate planning 



♦ The New Hampshtrv Bir AuooalKin 

muSt convene educational seminar's designed 
to insure that its members or aware <jf the 
legal needs of families canng for disabled 
people These seminars shoukJ focus or 
providing accessible affordable and 
knowledgeable 'egal serviLes 



♦ The Attorney lienerai's Oilkr must 
create an office within its Consumer 
Protection Division that will usist and 
respond to the needs of families canng for 
devciopmentaily disabled children 



AvatlaDid and accessible 
public transportation 



♦ The Depart meDL of IVansportabon 
and The Governor's Conraiaiioii on the 
Handicapped mu.st conduct a statewide 
study of existing public and pnvaie 
transportation resources vi'hich address the 
unique issues of people wiLh dcyelofm^ntal 
disabilities This study should include 
coordination and sharing of emsting 
resources among educaiion public and 
pnva'r ^'umar service agencies 



Improve prevention 
and medical services 

♦ The Division of Public Health 

Services "nust be active in its effons to 

Identity prevent and minimize the 
incidence of devclopmeniaJ disabilities 

Strengthen its programs for childbeanng 
families lie pre oatal education and 
services pre school health etc (and for 
i-hildren with speci.l health needs 
Continue to develop artd monitor 
standards ot care for people with develop- 
mental disabilities ind th< families 

* The New Hampshire MedKal Socielv 

must conduct educational programs 
designed to insure ihal its members ai' 

Familial with the needs of people with 
developmental dis^iliiies and their 
families 

A*arcofrneLhod.sindp«nn.ipatc in 
di'Ausjonsot ssoes in pnDviaing ac-ussi 
t'le affordable hcaJih i-are 

Vlore able to communitaic with people 
with developmental disabiliiies and their 
families 



Active 

family invotvement 



^ All fimiUcs, proTeMKHiali and 
provffien of scvices must actively addrrss 
div:nminatio(i practices against people with 
developmental disabiliues and their 
fa-o-'ics This includes all areas of 
community services including housing 
employment health and dental (.are 
transportation rccrefjon and education 

* FtnuUcs caring for children with 
deveiopincoul dbahilitirf must 

Continue to actively seek out the support 
thev need to provide the cait for their 
children 

Expand their involv ement in family 
advocjLy groups that speak on their behalf 

Continue lo actively seek out and 
suppon cletted officials who are interested 



and knowledseahie ol the speLul needs ot 
families ajid ..ho will advo ateun their 
behalf 

increase their etfotts lo mtluence national 
policv regarding cniitlcmcnt t» sen- ii-es that 
will assure their i,hildren s full panKipation 
in the communitv 



Development of process to 
assure recommendations are 
impterriented 

♦ The Legislature must establish an 
oversight committee to ensure that these 
rei^ommcndations are implcmcnicd 



The Work of 
ihe Task r orce 

Fh Task f-orcc used a vanctv ot 
methods to i.ollcti and analyze 
intoimation .>bout supfxins tor t amine. 
In the last 16 months ilie Task For;.c 

jorums for f<]milies 

lntrr\te\<>rd heard trstmiin\ from 
jnd re\tr^ed sur\e\ respunse^ fnm 
mer .^50 families x^Uh disabled 
memhfrs 

Re\ir^ed data and maienals from 
national fiudtes and other stales 

Jutned in sur\e\ efforts Kif/l oth^r 
a^em les 

Conducted ils own state iur\<'vi 
dtn'umenttn^ families requests and 
iheir satisfa^ tton *iith t urrent Sfr\iies 

Listened to an arra> of state and 
private agencies educators 
pfdiatricians and adminisfators 
describe their services for families 

SouifhT the assistant e of 
i onsultants to M us refine and 
articulate these reiommendations 
It has been Arith great respect for all 
families with a severely disabled 
member thai rhe Task Force has 
conducted its investigations 



ForMort 

Tht oMn tWk taw repoit, 
-r«r At taw •mfiman...; 



in 1181111 1 DhiMioaqfMwaJHw^Md 
OratonmMl S«vipw by caDiag (603) 
27}.5Dia 
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These are the famiUes 



The people viho u\)k pan in the 
sune\s and research ot the FamiK 
Suppon Task Force are ni)i 
strangers 

Thcv arc our neighbors tnends 
and relatiscv \oung and 
prosperous and poor 

Thev have sanouMdisiabiliiics 
and coire from tamihes thai are 
iiitaci families with singic to'-ter n 
adoptise parents 

Thev arc native and newcomer 
thes hse in cserv comer ot the 
Granite Slate 

What thfs a^k tor is reasonable 

V 



.'nd humane Thes Jnntwantto 
.utfer the costs that tamihcs 
tracturcd bv stress mus» endure 

What [hes deserve is 
tundamental dmnits 

Ci>r\ Pier'nn Jr d"Jrit\dld 
team up ,,n the Uopes of Mi 
Sunapee Con Jr i.,)mpf'e\ in 
natitmalh sum ti,)neJ ski ran\j( 
dwahitd people Dad isiurrent 
fuad of Speaal Fumdu s ( niied 
support and ad\r tn\ ^rouptor 
Jamilia wu/i a disahUd relQU\e 
LtirleCon hell \ki beuer 
than dad u>meda\ \o i>ne ^ho 
hurws eithtr Pier son would 
di'>u^ret' 




E\e)y family is unique 



The fjisk Furcc is indebted to the mans tamits memhers '^.Yo 
opened (heir lives and hejns ihr»>uKh pcrs«)njl tesiimomes Rv 
shjfing ihetr stones ot how the state i.jn suppttn their etton- t<^ 
<.jre t* rt*" idren jt hom* thev prfseni ifw im5st«.t)mpt ling 
mtormJliun ot jll 

horn all the icstimnnv the Tjsk Forte distilled this hst ot >. jtues 
ihjtemhodtrs *jmilies detimlions ot suppon The values 
I \prcssfd jrc ptM uniqui Thcv arc the needs and desirts of all 



Familiifs *h<) have <.hildrcn *ilh dcvclupmentai Jisatiililnrs art: u 
diffetert 

Every family u uniqu< and tij needi change over time 
All mditufvals l>*tong in fattuiei or fumilf-likt \tiiinf:s 
Farr.iUfi are, or can bfcome.umpetent caregners 
Services ihould support the everyday needs of the famtl\ 
Each family needs services tailored to build on us naiural 
supports, unique skills and existing community resourt es 



family mtmbtn. Ufulmtort. advocates and UaU officials , 
mcludtHg ithirdfrom rtgkti Health and Human Service 
C ommissioner Mary Mongait' joined Gavernor Sunuau tatt 
sprtnK nhen he stfned tnto taw a biU ihat makei tome Medicaid 
funding a^aila^le for severely disabled children who are bein^ 



. liii 

cared for oi home Increasing ihe flexibility of such funds ts 
juttoneof several recommendatiansafihe Task h ore eon 
Family Support Such changes can assist \ew Hampshire 
famtltts who provide care to a disabled relatue or child 
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\eu' Hamp>hirri 

'Tamil ! j> u ppoi t fa^K force 

ConcJTd, \H tH'i); 



c/o P.'^id^c Paid 



Should you he reading this report^ 



This sunmary is for anyone who 
has a neighbor or is pan ot a tamilv 



It ts for kgulston and municipil 
(hTkruls you who have so muth lodo with 
shaping policy and earning out ihc cvcrvdav 
fHi\in<ss ol our cominunilics 

II IS for our hbrirUiu and tcsch«ri. ihe 
people lU)s«\1 10 us *ho dislnhutc mformJ 
lion Mork dailv in ihr commcRC ot ideas 
ami uan cxpt)s< us lo ihc liberation ol 
ifiouKhi and the challenge of uhangc 

Ihu 1$ for cmpiot'crrt. ir- aJert stMj thai 
v-c ore all in the midst ot a season of 
i.h<inges ih4i vnu tan help and be helped hs 



recoinidenng vuur pcr>onrcl needs and 
prai.iii.es V(.>ur 3*.cessibil!ts jnd vnur 
oppcjnunitv \u pt)sinseK hange ihe tove dI 
iHjr (.ommuniiv bs aiienng the ^orkpUce 

tot fimilies with a disabled relative this 
IS a frA.on la .il-rt sou that sou arc noi 
alone that sour voKe- vour i.oncem i\ pan 
of J chorus [t IS an appeal lor sou to jdid us 
m tvur eKuns lo speak tandidlv aoout vkhai 
sen need ai'd whai sou have to otter 

For those working in the diMibtiities 
field jnv*here ihis is j rem\nder thai v^hat 



vnu have June vshJi v(>u Ju rev ertxTJU.^ t^r 
Nrviind ihose ou seek to jsmsI djilv 

To doctors and law>ers this is a 
■"eminder that ^here are partivai^ needs ihat 
v(su i.an help to till dr>d ihjl <oij t-an Nr even 
more able and cnablinp bv btLormrig more 
mtormed abt)ut disabilities 

To our aifnmup<t> leidcrv tiv ii. and 
religious gr'jup^ sersi e tiubs and business 
i-s ^x. a'lu'is th s rptirt IS an ii s itjtion to 
knovfc us Nrner to sec us anu imr dl^ahleJ 
km lor vshal v*e are vour neighhcvs 



Why fairJlies? 

Fantilies arc the mosi h nefic'al and 
effective i.aregtvers fof pa oing direct 
assistance to their children or tamiiv tnember 
with dcvelopnienial disabilities "Hiev must 
he supported m their effort to mainuin their 
thildrrn or family mcinber at home or in 
communii)! basea fa»nily<entered op«.ons 
Families arc the only uorsLant m the lives of 
iheir children services aie not 

Support shoukJ pros ide ihe nece\sarv 
resources lo the fatn-ly so that it can function 
optirtuliy as a family unit 

Focus oil th« Family 

The focus should be on the entire fainil\ 
and not just on the individual with a 
dev^' ^nul disabilitv 

♦ipori services musi strengthen 



the tamil) s existing rtsouaes and provide 
appropnjie addition J resouaes v^hen iKHie 
are available 

Family Nmls 

The Family Support Task Force m 
reviewing the issues of families tannit for 
people with developmental disabilities has 
toiind the following compelling needs of 
Neu Hampshire s families Families need 

^ consistent easily understood 
responsive and active reienal network iha' 
wieariy anbcrstandi the families I'sues 
pfDvides nformaiion on available vervise* 
and helps ^oniwct families to agerKies 
organizaticins and individuaU that can best 
prov ide liie support rex^uircd 

Assunmce that their relatives w.th 



development^ disabilities are ai.tive 
panitipants in tvpii.ai t.ommuniiv activities 
such as public education recrejtionat and 
socid .Ktisilies health care and 
empiovment 

An active direct mie m deciding from 
among a vMde vanet> ot choices which 
suppons and sersices will best a.ssist ihem in 
the care ot their children or family members 

Active involvement by agerKies and 
organiMtions in the planning 
implemeniation and moniionnfc. of services 
prc> ided lor individuals with developmental 
disabtltties 

These are the issues that underpin the 
recommendations contained in this 
summarv 



i'mSiT^ of tfu TasSiJarct on famtfy Support, appoinudSy the ?{fw ^kmpskire Le^isCatiire. 



'\athy Mandtx'^ •Pannt 
CfuurptTicm 



CiTTy'Puncm, fannt 
famiiiu llmttd 

^jj^rrt XrnntJn, Thrtcttyr 
.vpechi/ Eiimmum Biutau 



Sandra PtlUtur L^ti Dimtor 
I'M ^tncy tiX 'Dtitbjrmenlitl ^(n-u.xj 

'Cffu MaUttf, 'Dimttjr 

t>nvum for Chddtrn f ^ctiin 'itn.'u.u 

\ H Dn-uMM Ji Mtntai hiaith 
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TABLE 6 

Discf6(« Community initiative Administered By State MR/DO Agencies, 
By State in FY 1988: Family Support 





CMiiSUMldyri} 




OihwFaniMySupoat 




Exp#od)turw 


— Ciiwm_ 


Expenditure 


CKtnts 


ExpcndlturM 


Cil«nts 


ALABAMA 




0 


$250,000 


341 


$75,000 


(2)3,037 


AUSKA 


»n 


0 


$718,900 


436 


$0 


0 


AnZONA 


to 


0 


$227,600 


754 


$10,617 400 




ARKANSAS 


so 


c 


$206,000 


40 


CO 


0 


CAuranNU . 


so 


^ 


• 1 \},fw\ ,a4Q 


10,754 


$19,720 293 


22.159 




SO 




$94 S94 




$196,000 


65 








$636,228 




$1,067,181 




OCUWAAC 


in 




$71,618 


266 


$6334 




(xsroroouMstA 


SO 




$342,896 


400 


$150,186 


30 




$5,100 





$31<i.5€6 




$10 96' 368 




oeonoM 






$31 1,562 


S56 


$300,000 


200 


HAWAJI 








400 






KMHO 






$71,500 


250 


$42,000 


122 


HJJNOIS 


SO 


0 


$4,409,600 


3,147 


$7,906,900 


8.913 


mtXANA 




— 







$37,064 




iOWA 


UT 




$0 


0 


$0 


0 


KANSAS 


Ui 




$0 


0 


$0 


0 


iKENTUCKy 


SO 




$991,312 




$1,741 645 




LOUISIANA 


145,743 


169 










MAJNE 


SO 


0 


$197 306 


, 


$0 


0 


MARYLAND 


SO 




, 




$4 050,136 


2.006 


uASSACHuscrrs 






$15,000,000 




$3,900,000 




MiCHKSAN 


$9 429 25^ 








$5,250,000 




MINNESOTA 


SI 0^^2,700 


410 






$^ ,fi1 8,000 




MISSlSSfFPi 


SO 


0 


10 


?^ 


$0 


0 


MISSOURI 




° 


trvio wT 


340 


$174,155 


160 


MOfTTANA 


SO 




$2^400 


557 


$2 5 75 000 


1.196 


NEBRASKA 


SO 


0 


$0 




$0 


° 


NEVADA 


S162,200 


70 






$0 




NEW HAMPSHIRE 


SO 


0 








NEW JERSEY 


SO 


0 


$5 357,000 




TT 

$3,436 000 




NEWMEMCO 


SO 


0 




224 


$0 


0 


NEW YORK 


SO 


0 


S1 ooo ooo 




$15,i 000 




NORTH CAROUNA 


SO 


0 




1 369 


i2 700 


26 


NORTH DAKOTA 


S460 100 


255 




\£) 3<4U0 






OHIO 


SO 


0 


so 




$3 562 462 




OKLAHOMA 


SO 


0 


$0 


0 


$0 


0 


OREGON 


SO 


0 


$0 


0 


$0 


0 


PENNSYLVANIA 


SO 


0 






$10 086 219 


15 639 


RHODE ISLAND 


$320 000 


75 


$300 000 




$1 060 000 




SOUTH CAROLINA 


S18O00O 


175 


$1,242 100 


66 


$0 


0 


SOUTH DAKOTA 


SO 


0 


SO 


0 


$0 


0 


TENNESSEE 


SO 


0 


$1(>« 860 


187 


$0 


0 


TEXAS 


S1 OOOOOO 


267 


S1 272 276 


496 


$7,370 580 




UTAH 


S154 100 


21 


^183 000 




$110 000 




VERMONT 


to 


0 


$572 500 


375 


$16 000 


45 


VIRGINIA 


^'i 


0 


SO 


0 


$0 


0 


WASHINGTON 


SO 


0 


$1 900 000 




$566 094 




WEST VIRGINIA 


so 


0 


$114 850 




$0 


0 


WISCONSIN 


S/23100 


533 


SI. 077 960 


2362 


$723,100 


533 


VYOMJNO 


SO 


0 


SO 


0 


$0 


0 


UNrTED STATES 


S13,542^ 


5.275 


$50,504,732 ( 


24 122 ;$112e 78 207 


67,019 1 ! 



Tom Family Suoooct 



$325,000 
$716 900 
$10 845.000 
$206,000 
$30 511 839 



$289 894 
$1,903,409 
$60,352 
$493.{W2 
$11 285 234 



$611,562 
(3)6115.000 

$113,500 
$12 315 500 

$370 542 



$0 
$0 

$2,732,967 
$45,743 
$197.306 



$4 050 136 
$18 900 000 
$14,679,251 

$2,560,700 
$0 



$536,655 
$2.644 400 



$162 200 
$936,174 



$6,793,000 
$187,770 
$16.536 000 

$1.072 900 
$777 200 



$3 562 462 
$0 



^Ha^^^ ^T*^ fV*" "^^l^ ^ wMrttoo to funa, reported t>y MM UM^'^lS^IJS^^ 
(3) FamMy » 4)port •xp«n<]lMrM tn HMnM trx) cli«nti In Indlani rapcvM ■■ iaut« only 

(<) ftnttf Kipixr npandttura and eJHnt louia do not •quai turn .M c«r«garw« th^w may aJao tM dupilcAi* cli«frt founu 



$10 086,219 
$1 700 000 


15.639 


$1 422 100 
$0 

$104 860 
$9 642 856 
$447 100 


241 

0 

187 
3.649 


$568 500 
$0 

$2,466,094 
$114,850 
$2 524 160 
$0 


420 

0 

900 

3 428 

0 


(4) $177 976 407 


(■») 102 



SotifCii Univ«f5)ty cf (lltnois at Chicago UAP, 1989 
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FAMILY SUPPORT SPENDING ASA PEK 'JjTAGE OF TOTAL Mflrt)D SPENDING FYigsa 







Tcxai 


P«rc«rt Famfly j 




Total FUTHly SwpOOft 


1908 MR/DO 


Support ot Total 1 




rMpynJituf— 


Cl)#nts 


Expend Iturta 


VR/DO Exp«nc)i(ur«s 


ALABAMA 


yiy^ 000 




$»4 696 432 


0 3«W 


ALASKA 


$718,900 


436 


$20.266 200 


355W 


AfVZONA 






$77 738 400 


13 9S»d 


ARKANSAS 


$206 000 


40 


$71 371 311 


0 29mJ 


CALIFORNIA 


S30 ^11 839 


32 913 


$1 137 788 802 


2 66^1 


COLORADO 


(289 894 




$111 732 777 


0 26HI 


CONNECTICUT 


$1 903,409 


' 492 


$38? 182 056 


0 50%^ 


DELAWARE 


$80 352 


266 


$29,322 358 


0 27h| 


nST OF COLUM 


$493,082 


430 


$66 238,000 


0 74%j 


FLORIDA 


%-\ 1 285 234 




$302 5 78 944 


3 73"^ 


GEORGIA 


$611 562 


1 066 


$218 652 454 


0 28%) 


HAWAII 


$115 000 


400 


$25,567 528 


0 45'^ 


IDAHO 


$113 500 


372 


$34 573 845 


0 33%! 


ILLINOIS 


$12 315 500 


12 060 


$476 636 556 


2 58Hj 


INDIANA 


$370 &42 


1 000 


$176 350 195 


02H 


IOWA 


$0 


0 


$127 860 155 




KANSAS 


$0 


0 


$96 418 039 


0 oohI 


KENnJCKV 


$2 732 957 




$72 6C"' ^'S 


3 76%. 


LOUISIANA 


$45 743 


169 


$172 47C 4 


0 03'*« 


MAINE 


$197 306 


500 


$55 1 07 449 


0 36°^ 


MARYLAND 


$4 050 13£ 


2 008 


$214 695 908 


1 89*3 


MASSACHUSETTS 


$18 900 000 




$605 835 795 


3 12<M>( 


MICHIGAN 


$14 679 2S1 




$455 760 259 


3 22%i 


iMlNNESOTA 


$2 680 700 




$304 618 7J7 


0 88h1 


MISSISSIPPI 


$0 


0 


$70 35=» 690 


OOHI 


MISSOURI 


$53*1 bE5 




'326 268 


0 30<*^i| 


MONTANA 


$2 b44 400 


1 755 


$33 609 'oO 


8 


NEBRASKA 


$0 


0 


$65 839 307 


0 OOHi 


NEVADA 


$162 200 


70 


$16 793 773 


0 97%t 


NEW HAMPSHIRE 


$936 1 74 


1 285 


$63 1 39 614 


1 


NEW JERSEY 


$8 793 OOC 




$476 633 018 


' 64«Hk 


NEW MEXICO 


$187 770 


224 


$37 J22 


0 50«*| 


NEW YORK 


$16 536 OOO 


20 000 


$1 806 816 303 


0 92%j 


NORTTH CAROtJNA 


$1 072 900 


1 396 


$245 415 000 


0 44<M:| 


NORTTH DAKOTA 


$777 200 




1 $65 034 408 


1 200«i 


OHIO 


$3 562 462 




»480 658 58i 


^ 0 74<>^ 


OKLAHOMA 


$0 


0 


j $101 988 275 


0 QO^ 


OREGON 


$0 


0 


; $115 149 531 


000%] 


PENNSYLVANIA 


$10086 219 


'5&39 


I $633 270 aoi 


1 48«*^ 


RHODE ISLAND 


$1 700 OOO 




I $62 192 060 


2 07%j 


SOUTH CAROLINA 


%, 422 100 


<41 


$145 674 304 


0 98%( 


SOUTH DAKOTA 


$0 


0 


$35 680 933 


0 00%l 


TENNESSEE 


$104 86^^ 


187 


$118 996 451 


0 09«« 


TEXAS 


$9 642 36b 


3f>49 


$507 360 399 


1 yOHt 


UTAH 


$447 '00 




$63 892 B76 


0 'OHt 


VERMONT 


$588 500 


420 


$30 030 440 


r ~ ' ' 1 %Hi 


ViRGtNIA 


$0 


0 


$184 297 100 


0 00%< 


WASHtNGTON 


$2 466 094 


1 900 


1 $176 346 420 


' 1 40<M), 


WEST VIRGINIA 


$114 850 




$36 691 52' 


0 3i'H« 


iwiSCONSJN 


$2 5:4 'f-O 


3 42a 


$221 824 '83 


1 '4*tt 


'WYOMING M 
UNITED STATES ' $1 T"? 976 *J7 


3 

y.2 ^35 


$23 6 26 200 _ 0 00°^ 

' ~ $1 1 398 TyfYtB^ 1 56%! 
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. FAMILY SUPPORT SPENDING AS A PFRCENTAGE OF TOTAL MFVDD SPENDING FY 1988 



ARIZONA 
MONTANA 

KENTUCKY 

FLORIDA 

ALASKA 



Twal Family Support 



$•0345 000 
S2 844 400 

12 732 957 
$1 1 235 234 
$718 900 



MICHIQAN 
MASSACHUSETTS 
CAUFOfuN A 
ILUNOtS 
RMOOEISLAND 
VERMONT 
TEXAS 

NEW JEfSJY 
NEW HAMPSHIRE 



PENNSYLVANIA 
WASH!NGTOt> 
NORTH DAKOTA 
WISCONSIN 
SOLTTH CAROLINA 



$14679 251 
S18 900 000 
»30 5ll 839 
$12 315.500 

$1 700 000 

S589 500 
M 642 (i56 
$4 0 J 136 
$a 793 000 

$ q3f 1 74 

$10086 213 
i2 466 094 
$777 200 
»2 524 160 
$1 422 100 



T«»t 
1968 MR/DO 
Expand ltur»« 



$77 738 400 
133 609 780 
$72,687 173 
$302.57n 944 
$20 266 200 



i2 913 I 
12060 i 



»455 760 259 i 
$605 835 795 | 
$1 1 37 788 902 I 
$476 636 556 I 
SA2 192 06^/ 



420 

3 649 ; 
2 008 i 



15 639 
900 



$30 030 440"!" 
$507 360 399 
$214 695 908 I 
$476&uJ 018 ! 
$63 1 39 614 



P«ri.«nt Family , 
Sopport oi ToJai I 
MR/DO Expeno I lures ! 

13 95 
8 46^ 
3 76*t( 
3 73*^1 

3 55%i 

J 

-( •2<»*i, 

2 58V,( 

2 07««( 



NEVADA 

NEW YORK 
IMINMESOTA 
[Dir'OFCOLUM 

I OHO 

IUtah 

jCONNECnCUT I 
NEW MEXICO j 
HAWAil 

Ljortthcaroun* 

MAtNE ^ ' 

[ALABAMA 
I IDAHO 

WEST VIRGINIA I 

[MISSOURI ' _ 

jARKANSAS 1 " 

jOEOHGIA I 
jOELAWARr I 
I COLORADO 
' INDIANA 

jTENNESfEF^ * 
'lOUfSIAr A 
!.0V.A 

MISSI<^SIPPI 

NEB RASKA 

^ORF JON 
M 4SAS 
':OUTH DAKOTA 
VIRGINIA 

iKlAHOMA 
AfY OWING 
UNITED STATES^* 



$162 200 
$'6 536 000 ' 
$2 680 700 i 

$49J 002 
13 562 462 ' 



$447 100 

$1 903 409 
$187 770 
$115 000 

$1J)72 900^^ 
$'97 306 * 
$3:5 000 
$1 '3 500 
$114 850 ' 

_i5J<i b55_ 
$'206 000 " 
$611 562 ' 

$80 352 
$289 894 

__1370 542 ^ 
$104 860 * 
$4t) ?43 



$0 
$0 

$0 



$683 270 801 ; 
$176 346 420 i 
$65 034 408 ! 
$221 824 183 
$145 674 304 



$16 793 773 I 
$1 806 8'6 303 
$304 618 737 

$66 238 000 I 
$480 658 581 




$218 652 454 
$29 3 22 358 
$111 732 777 
$176 350 195 I 
$'i'8 996 451 
$1/2 470 424 
«127 facO 155 
$70 359 690 
$65 839 30 7 
$nVl49 5J1 " 
$96 418 039 
$35 680 933 
$184 207 'ix; 
$^ J! seed's 
$^'3 6?e :30 

39? '3!> ' 



1 96«« 
1 90^ 
' 89^ 
1 84%J 

1^ 48%t 

1 48^ 
1 

1 20%. 

_ 98%. 
G 9 ;%. 

0 

0 88% 
0 74%i 

__0_74!M, 
0 70%( 

0 50% 

: 45% 
0 44% 

~0 36% 
0 34% 
0 33% 
C 314^ 
0 30% 
0 J9% 
C 2B% 
0 273^ 
0 26% 
' 2'% 

: J 3^ 

0 uc% 
: %•% 

0_jO% 

^ .^0% 
0 ^<j% 
3 :o% 
^ x% 
.0% 

0 
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WELCOME 

jt'^elcomc to ihe first issue of Faimlv Supporr Bulletin Our purposes are simple 
(1) to be your source of current information, research, policy and practice at tli^ 
locaJ, state and federal levels regarding suppomng families (natural, adoptive and 
fostrr) to raise their children with severe disabilities and/ or chrome health need, m 
Iheir own home. (2) to solicit your comments articles, successes and failures in 
family supporr services from which we can all learn, and 3) to develop a nauonal 
network of families, fhends, providers, government agency officials and elected 
policy makers conunitled to assunng the development of consistent policies in the 
pnvite and public sector supporting tamihes 

It IS a sad contimentary on our society that until the late l<J70's. the bulk of our 
lo»,il. sta i xnd federal legisiiiion provided funding for children with special needs to 
liveoutsideof the family home In spite c le advances made in many states nearly 
one-half of the states today still ofTer minimal or no financial or service >upp<.T to 
families Most insurance companies continue to pav for costly hospiUlization while 
vcrv few will pay for a physician approved plan of health care and mhome supptiri 
usuall) at thirty-five to seventy percent of the cost of hospiializauon F manual 
policy has become, in many wavs, a perverse incenuve to break up fami'ies 

Family support is ^ommon sense Family support is sound financial poliL\ 
Family support is reinforcing the familv as the foundation of our society Familv 
support, m the best of systems is the empowerment of families to choices and control 
over their destiny To these ends we look rward to the next few yean of 
communica'ion, dissemi nation, debate and consensus building m assure the right for 
t\'fr, child regardless of sevent>' of disabilit) or health condition to grow up with 
the love nt^nunng. suppon ard relationships ihat onl> can be piovided m a family 
home 

Allan 1 Bergman 

\J,f>ti(.v LiaiSo,i Cix rdinator 



ERIC 



149 



FAMILY SUPPORT BULLETIN 



HSRI/UCPA Receive 

NIDRR Grant on 
Family Support Policy 

The NiDoQti la'atute on Du«bility and RchAjiljUtion 
Research of theDcptnoiem ofEduciuonhu iwardeda 
three-yetr trui to the Human Services Research Insu- 
tute ifl Cambndjc, Massachusetts, lo KJenOly exemplary 
models for designing and financuig home care for 
children with severe disatxliues and chrome illness The 
|o J of the project is to define flexible yet effetUve 
mechanisms, to suppon and sustain fanuly cart for these 
children In idenufymg sute-of-tne-art praaices and 
rrancmg opuotu the Insutute will address severaJ 
major objectives 

• To identify the cost of providing home care and the 
factors which contribute to these costs 

• To develop aJte mauve models for Tinancing home 
care using a vanrty of pubLc and pnvate stiurces 
and 

• To evaluate the effecuveness of ano feasib-iitv of 
aitemauve financmg models following impiemen- 
tauon at demonstrauoo sites 

The projea will include a survey of famiLes to ivjlate 
those variables that are cnucal in assessing the TmanciaJ 
burden of proyiding homecare This mformauon will be 
supplemented wjtJi a review of literature in the Held 
intensive case studies of faraiUes raising their children at 
home, and options of health care exuerts concermn? Jie 
costs associated with providing home care ^^or children 
wth a vanety of chronic illnesses and severe disabiliues 
To maxr ae the impact of the project on families and 
children HSRl wdl be working with a network of 
representauves from nauonaJ organizauona serving 
families and children with severe disabUities and chrome 
illnesses Two to Tive represent lUves will be selected for 
each sute, cased upon the size of the state and the 
availability of Laisons for the national organizations 

The liaison ne^ork, the keystone of the in/onnauon 
dissemin^uofl and policy replicauoo effort, will he 
organized by Allan Bergman Deputv Director for 
Governmental AcUviues it the United Cerebral Palsy 
Asjociauons [nc Quarterly newsletters conferences 
>nd detailed reports concemmg costs and public policy 
strategies will be used to inform Jie liaison network of 
project acUviues and to maximize opportunities to 
influence home and family suppon policies wilhin each 
sute 

Dunng the secont? phase of the project states will be 
asked to submit ^woposals for the development of 
demonstrauon projects using new models for rinancing 
and supponing home care The selection of demonstra- 
uon sites will he based upon the following cntena. the 
involvement of key public and pnvate sector tgenuies 
the overall impact of the ^>rojcct on the *ell being ot 
families the probibilitv of success aruJ subsequent 
ac~eptanceof the model and Lhc level of commitment ot 
the sponsonng a gene v 



The project will also mciude several nauonal sv^posia 
which will introduce panicipanu toallemauve financing 
models and prcvide an opportunity for the liaison 
network and other public and pnvate ^ wncy -epresenta- 
tivei to participate in the cnucal revi<" jsues and 
policies affecting the capacities ot families to provide 
caT and support in their own homes 

For addiUonal informaUon about this project contact 
AJlan I Bergman, Deputy Du-ector Governmental 
Acuviues Office United Cereoral Palsy Associauons, 
1522 ' K" Street N W Washington. DC 20005 
(202 842 1266). orVaJeneBradiev. President Human 
Services Research Institute 2336 Massachusetts Avenue 
Cambndj? Massachusetts 02140 ■'-876-0426) 



HSRI Announces Availability of 
Annotated Bibliography On 
Family Home Care 

One of the first pioducis of the federal grant is now 
available The Annotated Biblioftraphv includes cuntn' 
arucles and books welt as published manuscnpts 
addressing vanous issues surrounding famJv home care 
for children with chrome health needs and severe 
disabiliues The bibliography can be pure ,ased from 
HSRI for SIO 00 lo cover the cost of duphcauon and 
posuge Orders vulh a check should be sent to HSRI 
2336 Massachuseos A"e Carabndge MA 02140 



Calendar of Upcoming Conferences 

September 1 \'\S, Annapolis Marjaod 

Supporting People with 'c Disabilities'm the Com 
muiitv sponsored b> the Center on Human Poli.. 
Commumrv Integration Project, Syr?euse Unue'sitv 
and 4 Marvland agencies For addiuonal informs'ion 
eonuet Yvonne Wampler i3ui 40-0123) 

Oetober 14-17, Washington D C 

CapitaJizmg on Our Power annual meeung of ',^e 
Associauon tor Retarded Ciuzeni of the United States 
(ARC US) For additional informauon contact J,m 
McKenna (817 640-0204) 

Oetober 29-31. Chicago, Illinois 
Back to the Future Annual meetmgofThe As<io<.iaUL,n 
for Persons with Severe Handicaps ( T ASH ) For addi 
lonal jiformauon Contact Hiroko Roc 1 2U6 523 ^ Ufu 

October 31. Woreeiter, Massaehuser's 

Famiiv Suppon ConJe'^nce 11 tsUtewidc) hor addiu nul 
nlormation CL,ntact Jo Bower Vlas.achuietts Develop- 
mental Disabilifr C.->unul,6 1 7 72"hr4i 
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Uniui States District Court in Oklahoma 
Orders Statewide Family Support Services 



On July 24. 1987, Judge Jimes Eiljson, in a sweeping 
court order to close Hissom Memoral Center { ■ public 
uuutuuon Math 450 residenis) in the several year old 
class action suit of Homeward Bound, Inc cl al v 
Hissom Memonal Cen'T declared a set of values tnd 
guiding principles upon which the state must plan lU 
services to persons *ith mental retardauon 

The plan states, in part. 'This case bnngs uito public 
and judicial view the conflict which occurs when bureau- 
cratic remedies to human problems violate societes 
legal, moral and elhical values. As Amrncans uid 
citizens of Oklahoma, wc believe m rugged individuali- 
zauon the s&'':uty of the family and in taking care of our 
own We gro* from the expenence of living together in 
the coaununity We admire those who work ajid we work 
hard so that our children can have the best life and 
educauon possible We have sacnficed to maintain our 
freedom and a Life which li t^uiirestnctive These values 
are our hentage which we prrserve so that it can be 
passed down to our children all of our children 

'The Quality of life made ■^'ailable m the Uruted 
Sutes as a result of this value base is the best in the world 
for those *ho are allowed to sharr in it The Vmencan 
Dream ' resu at the fcundauon of the values we defend 
From the evidence presented it is apparent that these 
values have been denied to that portion of the citizens of 
Oklahoma who cany the label of mental retardauon 
Therefore this Older shall include ' Guiding Principles 
which are intended todirectL'ie remedy developed bv the 
pames as they create community aitemauves for persons 
With mental retardauon in Oklahoma 

Gutdiog Prtoeiplci 

• A >ns are capable of grovth and devek^pment. 

• All persons desei c to be treated *ith dignity 

• All persons have value 

• All persons must be involv«i m and carry the 
primary responsibiLty of the dcc^ions which etTf(.t 
thnr lives 

*» jz-'sons should live and aork m the mo^i 

natural settings 
0 All children should Ii\e with famil.cs 

• All childrei) have 'Jie n^ht lo i free appropriate 
education 

• All persons should live in and be a pan of t^c 
communitv 

• All ciuzens hav? the n(jM ' j luilv exercise their 
nghts as guaranteed bv ',ie Consutution o* the 
United Sutes 

la Hone ud Fiinilv Support. 

HisioncaJIv the public poiKv »♦ OkUhi^rri hj«, htcn 
ihji pcrv>n^ *iLh mcnuJ reurdjiii->n will onlv (^cwr lup 
in living cnviromcnts il the indiviJuai Icj^c hon.c 



by Allan I Bergman 

and moves to a sta oper. led institution The sute has 
provu;d hnle 3«" no resources to assist a penon lo stav 
home but has cor istentiv provided immense financial 
resource to hoi", people avtay fron their own homes 

"The result has been thai families havtf become 
frustrated with their inability to respond to the family 
member's needs InsutuUonalizauon became the onlv 
option Families have expenenced severe pam at having 
to separate their child frcm home and family For adults 
with mental retardauon us has mean' verv iirle :>r no 
ability to control their own environment life or pattern of 
living. 

'This IS further complicated by the Co^r s finding 
that msjtuuons, and in this mstar-- H^siorn. are the 
least likely settings in which to achieve growth and 
development The evidence before this Coun is clear 
that the borne, with appropnate supports is the mo^t 
likely seiung in which to achieve individual grov»ah and 
developnent 

"Therefore the Coun concludes that 

1 ) A gatekeeping mechani5m must be jnpiemented 
to insure that persons will not be removed from 
their naairal home e^c^pt in ertreme circumstances 
2^ A.i| necessary supports and services must be 
provided to tht- home so that it can be the living 
environment most likely tu provide for mdividual 
growth and development 

3) TTiese provisiors must apply in the Hissom 
service area to all children with me.ital retardation 
from the date of birth or diagnosis 

To effect these ends, within six months of the date of 
entrv of Judgement m this case the State shall develop 
and submit for the Coun s approval a plan implementing 
the above referenced conclusions Such plan plan in 
elude, but not be limited to the following additional 
prc-i'ions 

1 ) In home and family suppon services shall not cost 
the familv any more than would be the cost ot 
raising a child without menul retardauon 

2) xNecessaryand reasonable archiiectufil modificj- 
uon shall be allowed to insure that the hcne is 
adequately safe and bamer free 

3) Respite including emergency, occasional and 
regular respite, as well as in home workers shall be 
available as needed to maintain a balanced 
nurtunng and supportive home environment 

4) Specialized serv ices \hail be available, as needed 

5 ) Adaptive and augmentative equipment indudmg 
medical equipment shall be available as needed 

ft) Parent/familv training will be provided on anv 
•ssue perunrnt to pos,uvelv maintaining the child 
at home or the adult in his her home 

Conmutd on p<2ff 6 
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UCPA "Think Tank" Identifies 
Essential Components of Family Support 

by Fran Smith 



In a national jurvey conducted dunng the fail of 1 986 
by the United Cerebral PaJjy Associauoru, Inc our 
local and jute afTiljatej idenufied family Support as 
ooeoffourpnontyjervTcesfofdevelopme' and expansion. 
The Community Services Division of UCPA Inc deter- 
nuaed that the firs: step in providing consultauon and 
technical assistance to its afTiliates on this service would 
be to obtain a|recment by a group of experts" on the 
essenuat components of Family Suppon 

A "think tank wis convened m May of this year Th» 
pamciptnts each have a different involvement m and 
perspecuve of, Family Support as it is offered in various 
parts of the country However everyone agreed on the 
following essenUaJ components 

• The support in family suppon should be definei jv 
the fanuly, 

• Families need to be supported in definm? their 
needs as well as having their needs met 

• The efTectiveness of support services should be 
determined by their responsiveness to meeting the 
needs defined by the families 

• Family support program: should respect that 
families are incontrol and should trust thai parents 
know what is needed 

^ Services ihould be delivered regardless of family 
mcorae, 

• Services should not attempt to fit the persons to the 
program, 

• Services should focus on the total famjlv— not just 
the family member with the disabilitv, 

• Parents should be given ume to build trust 

• Farailiei experience life passages anH wili need 
different suoport and/of services at djferent points 

• Professionals need to be sensitive jbjut and to 
families— families can be used to train pr^essionals 

• Families should have convenient and central access 
to 'the system" 

• The natural supports m the community should bt 
encouraged relatives neighbors and fnends 

• The -ystera must be label-free and respond quickly 

• Special equipmeta should be designed and built 
"to live in a family" , 

• Family support services should include options 
from an array of services developed and chosen 
by fimilies 

This array of services should -nciade. but is not limited 
to. companion services, cost support, equipment parent 
education parent support home modification transpor- 
laaon rent a mom/kid" homework helper tuio'^ 
ji/ormation consultant, advocate for acc<'ss middle of 



the-mgu support broker of service and recreational 

aaiviues and, 

• Family support is a service to the f ntire familv to 
assist the family in meeting its needs in functiomng 
as a family unit within \hc community 

[n addition to developing consensus on these com 
ponents the panicipants also .elopeJ a list of sug 
gestions for methods to replicate famiJ> support opponu 
mues for families of persons with disabilities in all parts 
of the nauon 

1 Challenge eligibility cntena 

2 Humanize the enirv procedures—create a user 
friendly system with non-punitive fees 

3 Create a credit card for enirv 

4 Develop 'model ' regulations touiclude procedures 
for background checks 

5 Use Red Cross. YMCA.Neighbi?rhood Da\ Care 
etc —work toward synergism 

6 Lse marketingskills available loczllv to promote 
family support 

7 Balance structure and flexibility to individual 
families 

8 Create CO- _ps for equipment exchange 

9 Establish an information base for technology — 
wiiat IS available 

1 0 Develop guidelines of who pays for family support. 

1 1 Esublish a feed-oack loop for families and pro 
viders 

1 2 Examine wivs large b\ stems i.anbe response c to 
irxlividual cultural and or rsupous needs of families 

UCPA is using the information gathered dunng this 
two dav session as a guide to develop rnatenals for 
aistnbution j affiliates and to plan a series of Family 
Support Conferences which will be k.onduci",d m a 
number of states o\ er the next wo years The participants 
in the 'Think Tank were Doreen Croser Assisunl 
Director for Developmental Disabilities Baltimore 
MD Robert Durgan, Bureau ot Children With Special 
Needs. Bangor M£ Kaihrvn Gill Executive Director 
UCPofMobile Respitahtv P-ogram MobiJeAL Judv 
Hoyt, Parent cfRjck and Direi-torof Association for the 
Supportof Human Services Inc Hollard .MA Manl n 
Kj-ajicck Director of Special Project Cumtulum of 
Denver. CO Augustina Lemon Respite Coordinator 
UCP of Central Maryland Baltimore MD Michae' 
Smull Director of Special DD Programs Univenity nf 
Mar>liiid Baltimore MD Vonnec Sturgeon Parent 
andCo-owncrof a Public Relations Fi'ni Fresno CA 
LCPA suff involved m the 'Think Tank were Allan 
Bergman. Jim Hollahan. Fran Smith and Rachel W'a/rcn 
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FAi^ILY SUPPORT BULLETIN 



Center On Human Policy 
Issues 

A Statement In Support Of 
Families Q i Their Children 

Because of ihe increasing mleresi in familv support 
service! and ihe belief ihai children haveanghi logrow 
up wiih families, the Center on Human Pouc\ has 
developed the following pohcv statemenL We are repnni- 
tng il for dissemination ana :o Junker thinking in chis 
major new area of public polic\ 

THESF PRXNCIPLES SHOULD GUIDE PLBUC 
POLICY TOWARD FAMILIES OFCHILDKEN 
WITH DEVELOPMENTAL DISABILITIES 
AND THE ACTIONS OF STATEb AND AGENCIES 
WHEN THEY BECOME INVOLVED WITH 
FAMILIES 

All children, regard le^s of disabinn belong with 
familu^ and need enc .nng relationships nith adults 

Wben $Ute5 or agencies become involved with famJies 
pemianency pluuuDg should be a guiding phibsc^hv 
As a philosophy, permanency plamins endorses chiJdren s 
nghts to a nurtumg home and consistent relationship 
with ad'ilts As a SUide to slate and ag;nc> ptictice 
permanency plaring requires family support encourage- 
ment of a famiiv s relauonship with the child familv 
reunificauon for children placed out of ^"ome and the 
pursuit of adopQon for cnildrcn when family rcuiuficaiion 13 
not possible 

Families should recene the support necessan to 
maintfiin their <.hildren at home 

Fanuiv supf rt services must be leased on Jie pn/K.ple 
whatever it takes In short tami!) suppo * ser\n,es 
should be fie xibli individualized and designed 'o nee* 
the diver\e needs of families 



Familv supports should build on existing social 
networks and natura' sources of support 

As a e ►'nnciple natural sources of support, 
including neighbors extended families, fnends and 
commumtv associations should be preferred over agencv 
programs and professional services When states or 
agenc.es become involved with families, thev s'lould 
support exisung social networts. strengthen natural 
sources of support and help build connections lo existing 
commumry resources When natural sources of sup~ t 
cannot meet the needs of families professionaij or 
agency-cperated support ser%'ices should be available 

Fa'^ilv supports sho maximize the famih s control 
over the sen,ices and supports the\ recene 

Family support services must be based on ihe assump- 
tion that families rather that states and agencies are m 
die bes posiUon tn determine their aeeds 

Fumilv supports should supfon the -fniire JamiU 

Familv suppon services should be defined broadlv in 
terms of needs of the entire familv. including with 
i-hiidien wth disabilities parents and siblings 

Famih support sef" ices shnuld encourage ihe inte- 
gration oj children »»ir/i disabilities into the cummunin 

Fan y support services should be designed to maxi- 
mize integration and participation in commiiruty life lor 
children with disabiiilie'^ 

l^hen iildren cannot remain with their 'amihe'i ' " 
>^ha'e\er reason out -of Home placement should be 
viewed tniliaHi as a tempnrar\ arrangement and ej\'rt^ 
shvu'J be directed t^^ard reuniting the ^ami\ 

C jtiinued an pa^e 6 
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FAMILY SUPPORT BULLETIN 



Human Pohcy Continued from page 5 



Consisienc with the philosophy of permincncv plan- 
ning, childrtn should live w.th their finiilics whenever 
pcMiblc When, due ujfimilyaisu or other orcumstancss 
children must (eive their families, efTor^j should be 
directed u encourafmg and enabling families to be 
reuuted 

Whtn families cannot be reunited and when actue 
partnial involvement is absent, adoption should be 
aggressively pursued 

In fulfillment of each child's nght to a sUbie family 
and an endunng relationship with one or more aduits 
adoption should be pursued for children v* hose lies with 
their families have been broicen Whenever possible 
families should be involved in adoption planning and in 
all cases, should be treated with sens'iiMt\ and respect 
Wnen adoption is pursued the poss bilitv of open 
tdopuon." wnereby families maintain .nvoivemenl wi*h 
a child, should be senously considered 

iVhilf a prt/erred alternative to an\ group setting or 
out of-home placement foster care should onh he 
pursued when children cannot Inewith theirfamthes or 
with tidoptive families 

AfWr families and adoptive fai.iilies. children should 
have he opportunity lo live with foster families Foster 
famjy care can provide children with a home atmosphere 
and warm relationships and is preferable to group 
settings and other placements As a &ute or agency 
sponsored prognm, however, foster care seldom provides 
children the conunuuy and stability they need in their 



lives While foster famiLes may be called upon to assist 
support and occasionally fill in for farai'ies foster care 
IS not likely to be an acceptable alternative to fulfilling 
each child s ngnt to * sUble home and endunng relkuon- 
ships 



For fiinher jiformaUon, please conuct the Center 
On Human Policy, Syracuse Univenity 724 Comstock 
Avenue Syracuse, New York 13244-4230 (315 423 
3851) 

Statewide Services Continued from page 3 

7) Intrusion into normal home life shall be minimized 
and no mere support or sep'ice shall be provided 
than IS required 

8) Normal recreation and leisure opportunities shall 
be available for the uidividual vnth mental re'arda- 
tion -nd his/her family 

9) Transporution shall be adequate to allow involve 
ment in communirv life and activities 

10) Case management (independc'-.t of service pro- 
vider agencies) wi" be provided toiisure access to 
and coordination of supports and services mciud 
ing participation in education services 
Although Judge Ellison s order applies to penons 
with mental retardation (baaed on Oklahoma s current 
state lavtfs) the guidmg principles and the eqmrcments for 
in-home and fami'y support services are equa' y appli- 
cable to al' individuals with labels It is eacoiiraging to 
see a court address the futur. of society ic a proactive 
manner instead of limiting Its order to services to penons 
currently in the mstnutioi As we gotopress theSutcof 
Oklahoma is alleged to be considenng an appeal to this 
order 



FAMILY SUPPORT lUUJETlN u publitliad bv U«ll«4 Cmbrml Piiir Aiio«Uita««. \mt Commuiurv 
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Chairman Owens Thank you very much, Ms Mandeville Your 
experience makes vou a national resource. 

Mr Frazier, did your GAO study help to answer the question, 
where has all the money gone tliat would ha\t been available for 
her son had she put him in ar institution? 

Mr. Frazier. No, sir, I'm soriy We are not going to be able to 
answer the question. 

Chairman Owens. You had identified fifteen grants for respite 
care that had been awarded by HHS before this program was origi- 
nated and you said all but one of thsm has been completed. 

What kind of information do we have in terms of the results of 
the achievements of these previous grants*^ 

Mr. Frazier. Mr. Chairman, we queried HHS and asked them 
about the result? from their study; however, they were not able to 
provide any. 

They said that most of the grants were \ery small grants and 
evaluation wasn't a part of one of the things that they would do 
with some of the money. 

We agreed that they were small and the fact that they were 
fairly new— they had just completed However, we believe that as a 
minimum they should have collected some information, some proc- 
ess information such as the kinds of service provided, the cost, the 
recipient and maybe something about the harriers to getting res- 
pite Care, but to our knowledge HHS has not collected any evalua- 
tion information about those fifteen grants 

Chairman Owens. Since you have heard the testimony of the 
people who preceded this panel plus the ones on this panel, are 
there any other observptions you might want to make growing out 
of your GAO study that might be helpful? 

Mr. Frazier Sir, we are at the very early part of this study and 
we don't want to say anything at this particular time that might 
not pan out, and so, no, sir, right at this particular time we do not 
want to say anything else. 

Chai rman Owens. Thank you. 

Dr. Knoll, I think you mentioned that )]4.() percent of respite 
users indicated that without the respite services they would have 
considered out-of-home placement for their children 

Mr. Knoll. That is correct, yes. 

Chairman Owens. That is a rather high figure Can you 

Mr. Knoll The question on our survey was simply put — if res- 
pite services were not available, would you have considered out-of- 
home placement? 

Thirty-five percent of the families indicated that they would. 

That certainly—it does seem like a high figure. Families obvious- 
ly see a r^al— I think one of the considerations is that families 
have— thf.^r expectations rise after having been exposed to services. 

They know that in the past— you know, Ms. Mandeville said that 
in the thirties and forties kids would have been placed out of the 
home The reality is that kids are placed out of the home today in 
some states and that the only option in some states is maybe a 
little bit of respite In some states the only respite for a family is 
still some sort of residential placement 
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Once the families have been exposed to some sort of services they 
realize that, you know, hov^^ did we get along without some of it 
before? 

We are not talking about a lot of stuff. I mean, the average we 
are talking is three days a month. That isn't a whole lot of service. 
So the families realize that this has an impact ou them. 

It may be that that finding may be somewhat inflated, but it 
does indicate that the service is having an impact on fam:iies and 
that the lack of those services would place a major stress on the 
families. 

Whether they would, in fact, place a child out of the home, that 
IS a major problem with any of this research around the effective 
programs on families, finding clear outcomes. They do.i't tend to be 
sustained over time. You tend to see something indicated as an out- 
come of services, but the best information in this regard, because 
the programs are new, is talking with families and really getting a 
sense of how they see themselves and how they have come to func- 
tion more as a family, rather than saying that we can point strictly 
to a clear outcome measure. 

Perhaps with time we may be able to develop some of these 
measures for gauging the value of these services, but the reality is 
that a community-based family center system of services 'o brand 
new. The research community, if you look at the literature, is grap- 
pling with all kinds of— in my opinion, some of them very bizarre- 
measures of seeing how group homes or how family supports are 
impacting the lives of families, looking for things that you can 
count. 

At this point I think we are still at the stage of saying that we 
have to sjt down and talk to the people with disabilities, talk to 
their families and understand how they see these services impact 
on their lives. 

Chairman Owens. I think the ''Exceptional Parent Magazine" 
survey was mentioned a couple of times. 

Has any one of you been able to identify in any state or any 
place the kind of comprehensive system of family support services 
which have pinpointed as being needed? 

Mr. Knoll. If I can mention, I think what Representative Smith 
mentioned, the Michigan system, has received a great deal of play 
nationally becausr> over an extended period of time, I think prob- 
ably close to ten years, they have been moving in the direction of 
implementing that statement of policy that Ms Mandeville cited, 
that no children will be placed out-of-home, that a full range of 
supports will be available. 

The Michigan system is noted for the fact that it does make 
available a cash subsidy to families with children with severe dis- 
abilities, but it is also within a context of a range of services that 
have developed over time where families have options and respite 
that are available and have a full range of other kinds o * services 
that are available that are by no means just limited to respite In 
some placv 3 they are called respite, but they can be homemaker 
services, they can be home modification 

I think we have generated a list of up to Hfteen options and Jien 
you interview the people who are running this program and you 
say, welL what does this really mean'^ They will say, well, what it 
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really means is our commitment to whatever it takes to keep the 
family together 

That has meant that they have done some thmgs like— when I 
was doing some research m that area I asked a budgetary person to 
explain a contract that I found in a family's file It was for a new 
furnace. 

The reason that the new furnace was there and that the state 
was paying for the new furnace was that the kid had a severe res- 
piratory problem. The family wanted to bring the child home but 
they owned the home, it was an old forced-air furnace and there 
was no way the child could be in that environment. 

So family support to that family meant that the state put in. a 
new furnace, and that $7,800 vas far and away cheaper than the 
$250 a day that the child would have cost at an ICFMR- certified 
unit in that state. 

Chairman Owens. Ms. Mandeville, would you, sort of related to 
that, care to comment on that ^'Exceptional Parent Magazine*' 
study, the observation they made about parent- controlled care, 
and also, I thmk, it was indicated that parents who worked were 
given preference over parents who don't work. 

From your testimony, the parent at home taking care of that 
child does a lot of work 

Ms. Mandeville Do you want to come home with me? 

[Laughter] 

Ms. MA^'DEVILLE. I Cannot speak from having read that study. I 
am very glad to have heard that I did not participate in that 
study. 

What I can speak to is from talking to so many families in our 
^tate The kind of supports that families need are as different as 
11 e number of families 

The areas where the least amount of money has been spent and 
yet the greatest satisfaction seems to be among the families is 
when they have talked to £GrT:?cne in their area who is in char 
the respite care monies or something called a family support 
worker in their area, who is able to help them plug into existing 
resources or helps them articulate what their problem is a*- ! helps 
them find thmgs 

It doesn't cost much in the long run, because they are not trying 
to buy something, brand new service, or reinvent the wheel, but 
they are just plugg ng into things that already exist. 

In the sea coast area of our state, for example, they have a 
family support worker There was a family who were renting an 
apnea nrionitor for $200 a month The father had to take on a 
second job just to do lhat payment 

The family support worker who started in that area last year, 
she got on the phone and m their little family bulletin or the bulle- 
tin that goes to all families' houses in their newspaper every week, 
he put a little blurb in there ai^king if anybody knew of anyone 
who had an apnea monitor 

A family two towns down had one up in their attic that was sit- 
ting there They didn't need it anymore, but they didn't even think 
about anybody using it. She was able to get that to them. 

It is that kind of simple, kind of family-directed, family-involved, 
sensitive, really hearing what the family's needs are and not trying 
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to get the family to lit into the mold of the agency that really 
makes the difference 

Families want--it isn't a power issue. We are not transferrmg, as 
was accused our family early on when we started asking for sup- 
port and help, that we are having trouble coping with or grieving— 
we are stuck in grief and we are not accepting the diagnosis, and 
that is why the anger and frustration is coming out, because we 
really haven't accepted that Jarr 3s is severe. 

Families can deal with grief and they can get used to reality 
pretty quick, but they want to be heard about what their needs are. 
In our particular area in Manchester that agency has been very 
marginal about really helping with respite kinds of needs 

Most of the help that I have gotten is because I have put ads in 
the paper looking for respite people, I have talked to churches I 
have talked to neighbors and we have established a c.rcle of people 
who can help. 

I have been able to in the past sometimes get some money out of 
the respite care program to pay for that person, but they haven't 
been very savvy about how to get to those people like I can, as a 
parent. 

I think all of us, many of us who are willing to do that kind of 
thing, we can't get hung up in the bureaucracy. We can't be told 
that yov ve gof to fill out fifteen forms, leave the application for 
three weeks, we'll be back to you with three people that you might 
want to interview. We need to get onto it. 

We may have family members living in our area who would be 
ideal family respite people that can help with our family. We need 
the kind of flexibility and responsiveness that can really help us 
plug together, and that is where I think the family is responding 
That survey would really seem to be saying that—help us be in- 
volved. We can make it less expensive for you We can do a lot of 
the work ourselves, but there may be some mechanical and finan- 
cial things that we are going to really need you for 

When there is a good partnership at Lhp*^local level those things 
happen without it being an issue 

Chairman Owek- Did you give a figure before for how much it 
would cost in your son's case if he were put in placemenf^ 

Ms. Mandeville. Somewhere between $fjr),{){)0 and $90 (MM) a 
year 

Chairman Owens I thought 1 heard you sav .^(l.^OOO 
Ms Mandeville Yes 

Chairman Owens One final question Ms Cernoch, are there 
any respite care models that are particularly geared to meet the 
needs of families thjt are racially cultured and ethnically diverse 
that you know oP 

Ms Cernoch Yes, Mr Chairman Across the United States as 
we have been networking we have helped, for example, the state of 
New Mexico set up some respite care programs for the Indian res- 
ervations We are currently working with an agency here in Wash- 
ington DC m trying to do some matches within interracial neigh- 
Dorhoods 

So, yes, there are a few model pilot programs, bu^ I think, as Ms 
Mandeville has said, the service needs to be at the local communi- 
ty 
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I think that local community can judge what types of services 
are important with the input from the families, ifi&tead of 5,uiiie 
agency at the top level deciding, this is the way the program is 
going to be established, that we are going to run the program from 
nine in the morning to ^.^^e in the evening. Suppose she needs it at 
six in the morning becau-^^e her other child woke up and had to go 
to the emergency room? 

You have to have that flexibility and working within that local 
community, which is what we do a lot at Texas Respite is go into 
the community and assess that community's needs. If it be a cul 
tural need or a racial need or whatever else, that is all taken into 
account. 

There are some model pilot programs out there right now. 

Chairman Owens. Thank you. We have been joined now by the 
Ranking M'imber of the committee, Mr. Bartlett. 

Mr. Bar'^'I.ett. Thank you, Mr. Chairman Mr. Chairman and 
members of the panel, I very much apologize for not having been 
here this morning I have looked forward to this hearing for some 
time and have reviewed your testimony and I participate with the 
chairman in inviting some of the witnesses. 

'^he Banking Committee, on which I also serve, began this morn- 
ing the mark-up, which means the amendment process, for the pas- 
sage of the FSLIC, so unless Congress resolves the FSLIC crisis I 
suspect we won't be abie tc talk about much funding for respite 
anyAvay. 

Chairman Owens Even yfter they resolve it, we had better 
beware. 
[Laughter] 

Mr Bartlett. Even if we do resolve it 

I am most impressed with the testimony I had this visit with 
Ms Cernoch and with what ^'ou\d regard as the premier network 
in the country, located in San Antonio. 

It does occi r to me that respite care is both new. It is not a new 
concept but a is a new concept as far as an organized concept It is 
a long-time need that families have attempted to fill for them-,elves 
and are now beginning to find ways to fill that need on a more or- 
ganized basis 

It is a lifesaver for both the children v/ho are involved as well as 
the families themselves and the siblings It is also a money saver, 
and I think much of the testimony that was given here today, par- 
ticularly by Dr Knoll, would demonstrate that money-saving abili- 
ty of the enormous savings of allowing children to live at home 
with that small, little safety valve that respite care can give. 

Dr. Cernoch, my question is, you have been running the network 
now for several years What in your opinion today are the principal 
sou-ces for funding— not for funding a program, but for funding 
respite care by parents available in the United States today What 
are the principal sources of federal funding, if any, and what are 
the principal sources of federal funding that should be that are 
now largely closed? 

If you could change federal law in any way, what would you 
make available? What pot of money would you go after first? 

Ms Cernoch That s like having magic just put in front of me. 

Mr BARTLErr This is Congress 
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[Laughter] 

Ms. Cernoch. Is that on the record? First of all, besides the Tem- 
porary Child Care Act of 1986, I am not currently aware of any 
other type of federal funding that is available except a grant out of 
the Administration on Developmental Disabilities to the state of 
Maine to do a statewide respite care service 

For families the majority of the funding across the states that we 
have just looked at and networked informally— most of the funding 
right now comes either from state revenue dollars, local communi- 
ties and private foundations. 

There is very little in the way of federal dollars to my knowl- 
edge, at least, through our informal networking that is available in 
this area, specifically designed as respite care dollars. 

There are federal dollars out there but for some reason it is 
masked and we can't tap into it. Progranis can't tap into it. Fami- 
lies can t tap into it. You know, it might be under a different ter- 
minology or something of that nature. 

What we have found in our networking is that many times the 
families particularly that are on Medicaid or some other type of 
state subsidy dollars can get more support services than a family 
liKe Kathy's. It is our middle class Americans out there that des- 
perately need the services. They are a little too poor to qualify for 
Medicaid but they are not poor enough to sometimes provide these 
support services. 

Mr. Bartlett. Mr Bergman? 

Mr. Bergman. If I may. Representative Bartlett. I am Allan 
Bergman, tor the record, with United Cerebral Palsy We have 
done an exhaustive analysis of the potential— and I want to under- 
line potential— federal funding streams that could be applied to 
respite or family suppoit services 

They are not many but for the record, such as Ms. Cernoch's 
program, the State Developmental Disabihties Council under the 
Developmental Disabilities Assistance and Bill of Rights Act can do 
pilot projects,, start-up initiatives leading toward a policy change at 
the state level, not long-term funding but to get it started. In fact, 
in most states we believe the DD Councils have played a major role 
in the state initiatives. 

The Title XX Social Services Block Grant Program again poten- 
tially could fund but, as I think all the members of this committee 
know, that has been a capped or limited program for a number of 
years in terms of any increased appropriations, and most of that 
does not go to respite. It goes to day care. It goes to day services for 
seniors and things of that nature 

Some of the means-tested programs like the Title IV-E program 
under the Welfare programs, which has a family prevention, foster 
family support kind of component to it. 

The other major federal stream that could do some family sup- 
port is community development block grants, which could pay for 
renovatiorits to the home and adaptations to the home. That, again, 
is done in some communities in your state, in Austm The United 
Cerebral Palsy there has a very significant program of renovating 
peoples homes so they (an live at home So that is a piece of it It 
IS not the respite I world like to clarify, though, for the record, 
and I think the committee members did earlier, when it was allud- 
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ed to by the administration that special education is a major com- 
ponent of family support. 

P.L. 94-142 certainly looks at the child withm the context of a 
five or six hour school day. It does not look at twenty-four hours, 
seven days a week. The only piece of that that is available is under 
the new Part H authority of 99-457, where you did—and we appre- 
ciate that— talk about the family support component. 

Again, I think it is too early to tell, but potentially some family 
support services, we think, could be funded under the umbrella of 
the Infant, Toddler, Family program. 

To the best of our knowledge those are the federal funding 
streams that are potentially applicable other than, as Jennifer 
pointed out, the Medicaid or medical assistance program, which 
certainly has the institutional bias and is a means-tested program. 

Mr. T^ARTLETT. One follow-up question. If you were designing a 
system that provided for long-term funding or day-to-day funding 
of respite services, leaving aside whether it was— you piit in your 
testimony you would make it flexible, so some would be in specific 
locations such as your hospital- based, some would be in the fami- 
ly s home and elsewhere 

My question is, would you include a portion of that for copay- 
ment by the parents? 

Ms. Cernoch. Oh, definitely. In the three model pilot programs 
that we have developed— Texas Respite was asked to develop these 
programs to test the feasibility of program structure ^nd cost effec- 
tiveness for possible replication not only in the state of Texas but 
throughout the United States 

One of the things, before we set up these pilot programs, instead 
of us as an agency setting up the parameters we went to the fami- 
lies and said, what do you want? This will be your program 

Almost ninety-six percent of families came back and said, I want 
to pay for part of this service I don't want it as free I don't want 
for it to be like a welfare program to me I might not be able to pay 
a lot 

In our program I have some families that pay me twenty-five 
cents an hour, but they are so proud of that payment because they 
are not getting anything free They don't want charity and they 
don t want wel are. 

We have a $10 registration fee in our programs that vve set up 
not as a money maker, and it doesn't really pay for anything, but 
it is their membership into the program 

I had one mother who has severely handicapped triplets. Two of 
them are on apnea monitors and one is on a \entilator Two have 
gastro tubes and one has a tracheostomy. 

She came to me and she said, is it $;^() or do I jurt gf I the bargain 
of the day at $10 as the registration fee? 

We said that we would just charge her $10 She did not have that 
ItlO.^bhe paid that $10 off in nine months, giving us like a $1.00 or 
$1.25 a month, but in the interim she was able to use the respite 
care services. We didn't deny her the services because she couldn't 
pay the money 

Everybody kept saying to me, she will never pay it This family 
will never pay it They did It took them nine months, but they 
paid that $10 That, I think, is so important to the integrity of the 
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famil:-. to be able to pay whatever the copay would allow them to 

Mr. Bartlett. Thank you 
h^ST'"'*^*^'^'^''^' K^^""^ t^""!^ members of the panel We 
^m:orry^"l^'.^p"^;: ''''' ^ ^ '"--d- 

Chairman Owens. Thank vou Thank vnn icT.im 

The hearing is now adjourned ^ '""""^^ 

fA.M'irn^T' ""l P/" • subcommittee was adjourn.^d 1 
[Additional material submitted for the record follows 1 
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TESTIMONY 
OF 

CONG SSMAN GEORGE MILLER 
Chairman 

Select Committee on Children, Youth, and Families 

submitted to the 
GUBCOHHITTEE ON SELECT EDUCATION 

for the hearing or the reauthorization of the 
"Temporary Ct ild Care for Handicapped Children 
an'i Crisis Nurseries Act" 
At 1 18, 19S9 

Chairman Owens a^u Members of the Subcommittee, 

I appTciCiate the opportunity to submit testimony on behalf 
of the "T'^mporary Child Care for Handicapped ChiJdre^i and Crisis 
Nurseriej Act," and urge coiiLinuation of these two important 
child care demonstration piograms: temporary child care for 
handicapped and chronica] ly ill children, and crisis nurseries to 
provide short-term child rare fo'" young chilaren v*ho are 
potential victims of chi Ki abuse and reglect. 

The Subcommittee is to be commended for the action you've 
taken previously to extend these child care programs, which are 
among the most successful and cost-effective child abuse 
prevention strategies in operation. 

This Committee first authorized these programs as fitle II 
of the Children s Justice Act in August of 1985, and 
appropriations were approved for FY 1988. The department of 
Health and Human Services did not release the funds, however, 
until the ^'ery end of the fiscal year 

We've been waiting for almost three years now to see these 
proven abuse prevention programs approved, funded, and 
i^nplemented . While we were waiting, the number of child abuse 
victims, including children who died as a res"^' ^ abuse, has 
continued to escalate. 

Between 1980 and 1986 alono, accoraing to the Department of 
Health and Human Service's own study, the actual incidence of 
child abuso and neglect rose 64% -- and using their revised 
definition, child abuse rose 150% during this time period. 

Just last month, the National Committee for the Prevention 
of Child Abuse (NCPCA) leported that in 1988, more than two 
million children were reported as abused or neglected -- a 3% 
rise just since 1987. My owr state of CalLtornia reported the 
highest incr^^ase 26% among t ^ 41 states responding to the 
survey Colorado, Massachusetts, and New York also are among the 
states with the highest increases m child abuse reports between 
'987 and 1988, 

The severity of child abuse has also been intensified 
accorcing to NCPCA. In 1988, reported child deaths from abuse 
exceeded 1,200, a 5% increase in jast one year. In addition, 
over two-thirds cf the states rrpor^ed that drug and alcohol 
abuse were predoriinant chart tend* s ati.ong child abusers, based 
on these findings, the Natio.ial Comriiittee recommended exp^^wsion 
of child abuse prevention services including respite care. 

The National Comr vtter's recommendations reaffirm the Select 
CoTunittee on Children, Youth, t nd Feunilies' finding that respite 
and child care p] ay a major role in alleviating stresses that so 
many fajTiilies now u»ce, stresses which are often precu^^sors to 
abuse . 



I 



163 



Families with a disabled child are at even higher risk for 
abuse, especially when social and family supports are absent, 
>,hich IS frequently the case. Even many hospitals, wMcn often 
have the frequent contact with families of disabled or 
chronically ill children, are not able to provide or rofer for 
needad respite. m a recent survey of almost 300 child-ens 
hospitals and general hospitals with pediatric units in thP U 
and Canada, only 14% reported that they provided -spite care or 
arranged for respite services in the conununity. 

The Select Conur tee has also documented thau the 

overburdened socia -^ices system is contributing to the 

escalating child ragedy. Now more than eve , families 

need support to p the abuse before it occurs. 

Co &t-genef Its of Rfcap it;e Cfir^ 

I have reported previously that res^itp care is an 
investment that can reduce fanily stress and the abuse that may 
result. In addition, resp te services have been shown to prevent 
more costly institutional j zation 

New findings from a nationwide survey of parents with 
disabled family members rec^fir-> those statements -- that a 
primary reckon families use refa^.te is to relieve emotional 
stress and chat for most of them, respite -:inows them to continue 
to care for their disabled family member a. ^ome 

Crisis nurse services can also save mo. ey by avoidinq 
foster care or in '^utional placements: 

** It costs about $1 , 200 each year to provide crisis nursery- 
care for one child and support services for the family at 
one program m Oregon The average yearly cost to keep a 
chi'd in foster care m Oregon is $3,753. 

** In California, it has been estimated that an average 
inv-8tm.-nt of $400 per month in crisis nursery child care 
can prevent an expenditure as high as $4800 per month per 
child for an institutional placement. 

Select Committee Sifrv^Y ^ ='inding 5 

P«™,/^ ^t^^ waited so long to see these prograrr . put into place. 
Families have been waiting far longer in our eagerness and 
concern to see how states would respond, I asked Select Committee 
staff to survey the 28 states that recentlv recejved FY 19Rfl 
"Temporary Child Care/Crisis Nursery funds. 

We were delighted to learn of the considerable excitament 
and creativity with which states are approaching these programs 
While many of them are still in the process of releasing fends to 
1* al programs, most have taken or are planning to take 
innovative ap.>roaches to working with particularly underse vfd 
children and families. Nevertheless, mo£. striking was states' 
overwhelminj sentiment that the resources made available throuqh 
these .wo p-ograms will be able to fill only a fraction of the 
enormous need. 

revealed-""^ ^^^^ '"^^^ sperifically what our informal survey 

TKMPORAHY CHILD CARE 

?^^?T?o^ ^V^^-^gH^— J-Leed_Xcx^esx)ite^exv^cos fox 
di^feied_cihja^£en_^.,^^ ^ 

** Florida: "The response a pubUr awareness campaign 
tor families of chrcnK ally ill children was 
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overwheiming -- ten times the expected number. We 
found 1 number of familjes in severe stress. 

Alabama: "in Birmingham, there is so much neea -- 
families are worn out. ' 

Tennessee: it is desperately needed. Parents arc 
trapped ir their own homes..." Referrals started 
comir.g in when the announcement was made that thero 
YLQMj<^ be a respite program. 



xst^nt With the Vrnvi^^^^n§__o f the Act, many stat es are 
serving populations prev _iousI:^ n ot ser-zed by re^u.teT T^ 
^ros^as^jicl^ dipq chyop; c a IlX-ilJ^or severe.y emotl^^Iy 

d^^^urbed^clul,dren, very yo ung ch i ldren, or f^j^TTT^T^ 

isolatpd rural a^f ^as. 

The California respite care demonstration, to be bas^d 
in Los Angeles wher 3 there are 10,000 child abuse 
reports monthly, wi intervene early with fa.iiiUes who 
Jiave a disabled or nedically fragile m'^aat or toddler 
no reJuce referrals to child protective services and 
ncspital emergency roOi7)s. 

FJorida, Tennpjjsee, Vermont, and Virgima w.ll be 
serving families with e^moticnally disturbed children 
exclusively or childrt'i with multiple disabilities 
including pmotional disturbance. ' 

** Massachusetts and Hew York will provide respite 

^^ri^'f^nf ^ to chronically or terminally HI children 
with AIDS or HI V-rr lated illness. 

Colorado, Florida, t linoi^, Nebraska, <ew Hampbhiro, 
and Virginia plan t include chronically ill chJld-Pn 
among those eligible f o - n-spice care- 
Arkansas and Colorado will target respite ser^-ces 
exclusively in rural areas, whare ^ hoy have determined 
the need to be greatest. 

CRISIS NURSERIES 

Smej^ei^ort^ihat^lh^^risj^ .mir sery^^grmits _are_creat_i nq 

aQIie_an^efore_^ mova; c h Uoren from th^l^^^^Tb eZ^s 

necessary , But they also repo rt that the nPPd 

pvgrw h eln mia._^ape ciallv for «p pr- ial p opulations- 

several of the states with existing but limited c-isis 
nursery or abuse prevention programs reported waiting 
lists: A program in New Jersey has maintained 20 
children and Oregon's Lane County Relief Nursery has 
had 90 children on waiting lists; Ohio ha^ previously 
had to turn away one out of every two leguests and 
thejr new, expanded program filled up immediately 

in Los Angeles County, where the largest .ncrease m 

v^^^fh.^ .""^'^"^ ^^"^'^ f"^ neglect over the last three 
yearo has been among infants under age one, the 
proposed cr.s.. nursery will address .ne needs of diug- 
exposed infants, who are an high risJ for abuse, and 
theiT mothers "to reduce the need for costly, 
inadequate, and ineffective out-of-home placement ..• 

Allow me to report on f o of the innovative ways states d-e 
using t^e demonstration grants for teinporary child care and 
criBis nurseries: ^-n^^ t,"^ 
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Training and D evelopinQ Parent g uppni^f Networks 

** A majority of states, Arkansas, California, Hawaii, 
Idaho, Illinois, Kansas, Maryland, Massachusetts, 
Michigan, Nebraska, New Hanpshire, New York, North 
Carolina, Oregon, Pennsylvania, Tennessee, Utah 
Vermont, and Virginia are funding projects which will 
train professionals, paraprofessionals and/or parents 
in working with the special needs of the population 
served. This will not only greatly expand the pool of 
providers, but will upgrade existing services as well. 

** Networks or exchanges to provide respite care through 
recruitment of neighborhood providers, parents, and 
foster parents are being developed or strengthened in 
Illinois, Massachusetts, Michigan, and New Hampshire so 
that P^'r-pnts of disabled children will have a peer- 
support syrtem ^ 

** Arkansas, Hawcti, Idaho, Illinois, North Dakota and 
Virginia are developing similar parent support and 
community networks to reduce isolation amcng families 
at risk of abuse. 

Variety of Crisi s Nursery Services Developi 

In addition to parent networks and support g -cups , states 
are expanding other services to foster parent resoonsibj Uty an 
family strength, thus developing a system of lon/-t3rm prevent , 
as well as short-term crisis relief 

** California, New Jersey, Oreann , and Washington include 
intensive training and therapeutic work witn parents 
while their children arc in short-term care. 

California also has warmline tor parents needing 
advice and support. 

** North Dakota will be able to piovide case management to 
fair iGs who have not yet been reported to rhild 
protective services, to prevent abuse from occurring in 
-> first pi^jcu. ^ 

Impro ved Co o rd ination 

** Alabama, Colorado, Nebraska, New Hampshire, North 
Dakota, Vermont, and Virginia report th^ t thp 
demonstration funds will prov.de new opMrtunities 
states and local human ^t^rvice agencies co chanyt; t 
delivery systems and the way services ar^i coordindt 
and integrated to oetter serve at-risk tamilies 

F J t u r e i'un d_in q Needs 

FmaUy, states reported on their futjre funding needs: 

^f^a_^ex ol„the_states^_thp intent ot ^hc logisldtron m 
m£^xqn^Jt_ic^l^_inyolve st ates in fjiJidj^ng^ r JhpTt m J ar e ^r 
criSAS_njJrseries_^n i..nf:iii_Qwn^-„-_ma,Y be tdkinq hold;,' but 
otnecs^cjjrrent_xgscurc c? m x s^Ei^ .be .too^lin-Tu^. ' 

in Kansas and Pennsylvania, the grants a-" providing 
start-up assistance It is anticipated that progran-s 
will t.,:- continued w th stale and pitvate funds 

IJ. TennGaboo, they (^xfP t the new i*-,iute v.inU^l to be 
incorporated into thrcf laiMly support pilots ^hich 
V irrfMit ly <in not prnvi'ie respite car. 
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Howem r, g i ncg m^t ^'^ he temporar y child r^rg or crisis 
pursecY Programs arp r^^rooted to limi ted areas of a ^t^t^ 
l onlY twp have s tato wido r.roorg ' DSK laroR seamRntc; mth.n 
States are left with no services whatsoever. 

** Ohio: "My problem now is how to continue thi3 program 
and what to do with the other 87 counties an the 
state. " 

** North Dakota: "Funding for another quarter of the state 
could more clearly show the need to the legislature by 
showing the reductions in cases " 

IJ p until ngw. states ha ve h a cj limited funds for p revention 
anci many have been forr^ r j rn nM^ rather than expand or 
establig h these kinds of ; gprvir-oc " 

** Arkansas: Respite care is low on the state priority 
list, but "the need is so great. ' 

** Oregon: Becaase the Lane County Relief Nursery was 

considered to be neither preventioa nor treatment, it 
was difficult for them to obtain funding from the 
stare . 

Alabama: Money f c . respite care has not been a 
priority There is some money available, but it is 
limited 

Massachusetts: "It 13 very diff^.cult to start such a 
service [respite care for families of AIDS/HIV 
children] and then have to t,top The state is m no 
position to fund it now Funds are needed both to 
continue this program and to expand as the number of 
cases increase " 

Fpgj nany states m .ore__t ime is needed tu nemnnc^r r^h^ need 
and/or ef f ectj^v^ne ss of the p rnr^rarngj "~ 

Illinois: "We have not had tme to dev* xnp credibility 
and, or plan for tne legislature to pick che respite 
care program . " 

Hew York- 'It takes a year to get a program started 
and anot er to demonstrate its ef f e':ti veness " 

Michigan: 'it takt^s a minimum of three years to get a 
program far enough along to be able to demonstrate 
jtseK so It can be picked up by the state or other 
agencies " 

New Jersey: "Start-up time for infant child care [for 
a cribis nurs.-ry] is taking much longer than expected 
It wixi bireiy have a solid staru when the fundmq 
ends ' ^ 

rn addition to to .espite .-id crisis intervention s^-rvicc. 
stitos arc. exploring other mnova ive approaches to child ^hu^e 

%T OrAlf^'^'^'Tf '^""''^'^ PreLnt... Cn.iiong' Grants 

(P L 98-4 7 1), and I supp^.rt th- progrdm s reauthorization. 

Despite^ Its hucress, huwevor, nu^ all states participate m 

ofauai?^"^'"^.'"/'"^ Of those .tatcs wh.ch do, only a fraction 
of quail. ..1 oM-.rtc. abJ.. to be sufpc^.r^od due to limited 

.unding Ah mor.- ^nd mne chiiaren are abused, states are forced 
t. devute lim.t-J n source, to tieat7,ent need, at th.- expanse of 
prevention f-A^f-n .t 01 
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I urge you to reauthorize the challenge grant program so 
that we might preserve and expand upon the critical prevention 
efforts It has fostered. 



Conc-.^: 1 n n 



I want to thank you for your farsightedness in initially 
authorizir.g temporary child care and crisis nursery programs, and 
f-^t you»- continued support. What we have now are very promising 
beginnings, but millions of families still receive no respite 
services 

The General Accounting Office, m a national respite care 
study requested by this Subcommittee and the Select Committee on 
Children, Youth, and Families, provided testimony on their very 
preliminary findings regarding the availability and 
administration of respite services in five of the large'^it state 
but was unable at this stage of the study to discern whether or 
not the supply was adequate to meet families' needs for services. 
Evident from these preliminary findings, however, was the mxni' al 
involvement of the federal government. 

Consequently, I urge you to e .tend the authorization of the 
■Temporary Child Care for Hancicapped Children and Crisis 
Nursery" demonstraton programs fci. two years at $20 million each 
year giving priority to states — d progra.-ns that received funds 
in FY 1988 and FY 1989. By extending the resources to build on 
the best of the already initiated programs, states will have a 
better basis on which to de+-ermine the need, demonstrate the 
impact these services have on saving lives and dollars too, and 
enable families who had remained unsei.-ved because of limited 
resources to participate in the benefits of respite care. I lock 
forward to the results of these demonstration programs, as well 
as tne final GAO report, so that we will be better able to 
formulate a comprehensive and f ar-r^achir.g policy that addresses 
the unmet needs of families. 
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